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Abstract 
 
 
This ethnographic exploration of disability support worker knowledge was 
undertaken in response to a newly emerging social phenomenon: the ageing 
of people with an intellectual disability. While longer life expectancy for this 
group is cause for considerable celebration, living into later life has resulted in 
less-than-optimal outcomes for the people themselves, and multiple and 
complex challenges for the organisations and individuals involved in their 
support. With negligible systems in place to assist disability services with 
supporting increased life expectancy, the onus has fallen to frontline workers 
to respond to intensifying need from within existing resources. Practitioner 
knowledge is one such resource. The current study employed participant 
observation and ethnographic conversations at three supported 
accommodation services in metropolitan south-east Queensland to construct 
a contextualised understanding of support worker knowledge, and thereby 
inform the knowledge development activities of formal service and 
educational systems involved in the support to older people with an 
intellectual disability. The study identified that – in the absence of adequate 
resources, and in the face of multi-faceted dilemma, systems constraint, and 
continually shifting complexity – disability support workers accessed a range 
of externally and internally based knowledges which they synthesised and 
translated into a dynamic, responsive and actionable locale knowledge, and 
subsequently used in the support to older service users. The research expands 
on current understandings of support worker knowledge as deficient in 
evidence-based knowledge, instead identifying it as one uniquely positioned 
to respond to the everyday contingencies generated by the ageing of people 
with an intellectual disability. Findings from the study have a number of 
implications for systems and workforce development within Australia’s 
National Disability Insurance Scheme.  
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Prologue 
 
Confessions of a novice ethnographer 
The researcher position  
 
 
Debut of a disability support worker 
“Whatever you do, don’t let him take his shoes off.”  
His mother’s words ringing in my ears, I looked up at the towering, silent 
teenager and beamed, “C’mon Kelvin, let’s play basketball.”  
It was my very first day as a disability support worker. It was also 
Kelvin’s and my initial foray into relationship and, keen to get off on the 
right foot, I had followed my service manager’s suggestion to engage 
him in a game of what was supposed to be one of his favourite 
pastimes.  
So I passed the ball to Kelvin, and headed out the back door of the 
respite centre and into the park beside the house. Kelvin followed me to 
a small concrete court situated in the middle of the huge field, 
occasionally bouncing the ball as he went. About ten minutes into our 
moderately successful attempts to shoot hoops (pre-arranged targets 
seemed to be of less interest than watching me scamper across the 
grass in pursuit of the stray projectile), Kelvin calmly picked up the ball 
and headed towards the sand pit. My heart began to pump faster. My 
attempts at distraction ignored, Kelvin sat calmly at the edge of the sand 
pit and slowly pulled off each shoe. I watched helplessly as he used the 
footwear as spades to scoop up as much of the sand as possible, and 
then carried them to the nearby tap where he filled the makeshift 
containers to overflowing. 
As I felt the wave of failure crash over me, Kelvin flicked a corner-of-the-
eye glance my way, and in that briefest of moments I thought I caught 
the essence of perspective not sought and negotiation not held: I’m not 
interested in your games or what you – The Stranger – think I ought be 
doing. My vocation is one of exploration and invention, and my shoes 
make perfect test tubes for my favourite chemistry experiment.  
I just had to figure out what to say to his mother.   
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Fifteen years ago I stepped out of my comfortable student existence and 
became a disability support worker. It was, without a doubt, the most 
unsettling career transition of my life. From day one, my neat understandings 
of the way things ought to be were being unceremoniously dismantled, and I 
found myself thrust into a world where societal constructions of success 
meant nothing to the people who were now, for all intents and purposes, my 
bosses. This new clientele – people with an intellectual disability – required 
the most pragmatic of engagements from me, shifting me out of theoretical 
postulations about life and testing me on every level. And through this 
confrontation, I was soon won over to a new way of being. Their 
inventiveness, pragmatism, capacity for authenticity, and street-smart nous 
had impressed me to such a degree that I – like Krystal (one of the 
participants in this study) who told me, “These guys are smarter than me” – 
was left with the unnerving realisation that these so-called intellectually 
disabled citizens were contributing far more to my life than I was to theirs.   
So while wealthy and credentialed friends told me how noble I was for making 
such a professional sacrifice, I knew differently. I was being retaught how to 
think, to create, to celebrate, to connect and to live... with gusto. It was a 
disorienting yet exhilarating de-indoctrination that paralleled Alice’s tumble 
down the rabbit hole and Neo’s extraction from The Matrix, and was one that 
gifted me with a vocational renaissance that I hoped would carry me through 
to the end of my working life. 
During my time as a support worker, however, I experienced a temporarily 
paralysing back injury that resulted in several prolapsed discs and a 
degenerative spinal condition which occasionally left me in crippling pain and 
unable to walk. My days as a practitioner at the coalface were clearly 
numbered. Not wanting to be plugged back into life pre-disability, I sought out 
a role that would take me far enough away from the tasks of support to 
prevent further physical deterioration (and yet keep me close enough to this 
group whose unfettered engagement with life had so inspired me), and 
secured a position managing a team of disability support workers who were 
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involved in transitioning a number of older individuals with cognitive 
impairments from institutional living into their own homes in community.  
During the transition process I worked very closely with two women with an 
intellectual disability aged in their sixties who had lived most of their adult 
lives in institutions. These gregarious, generous-hearted and savvy best 
friends had met each other almost 40 years earlier and had determined – 
should they ever have the opportunity – to live together in a simple home in 
an ordinary suburban community where they would indulge their passion for 
people and accrue to themselves as much of life as possible in the years 
remaining to them.  
As my team and I worked with them through the transition process, we were 
soon alerted to their greatest concern: a return to institutional living through 
the residential aged care system. We adopted their dread as our moral 
imperative to not allow this reinstitutionalisation to occur, and anchored our 
support in a belief that strengthening the women’s ability to continue living at 
home was critical if they were to avoid realising their ever-present fear. As we 
went about trying to make this imperative a reality, we became acutely aware 
of the tenuous nature of the community experience for these best friends 
whose vision for their lives was far grander than the support dollars we were 
allocated. 
After moving on from the service, both women became two of my dearest 
friends and three years ago one of them died unexpectedly. During those 
years, I have seen her surviving soul-sister, now aged in her mid-seventies, 
struggle fiercely to hold on to her independence as she faces off the effects of 
almost five decades of institutional living. The specialist disability service 
provider she is supported by has worked creatively to provide ongoing 
support to her in her own home despite zealous recommendations from 
hospital and health care staff that she transition to residential aged care (I am 
still trying to fathom the logic of moving people out of institutions one century 
xxiii 
 
only to shift them into different ones two decades later), and despite the 
reality that the paid support she receives far outstrips her allocated funding.  
Even as I experienced the death of one ageing friend and was participating in 
the decline of another, the echo of ageing for people with a cognitive 
impairment continued to reverberate throughout my professional life. During 
the 12 years following the closure of the institution, I invested my vocational 
energies at the fringes of the community sector in people and project 
management, staff development, community liaison, and systems advocacy 
roles. I also launched my own small consultancy, undertaking an eclectic array 
of projects, as well as some pro bono work for unfunded and minimally 
resourced organisations and local community groups. All of these roles 
provided me with a stream of opportunities to engage at length with 
employees of community service providers, and people with an intellectual 
disability and their family members, throughout metropolitan, regional and 
rural areas of Queensland, Australia. Many of these individuals talked 
passionately with me about the multiple issues associated with responding to 
the changing needs of older people with an intellectual disability within a 
context of little knowledge, insufficient financial resources, and negligible 
systems support. My subsequent discussions with bureaucrats, 
communications with federal ministers, participation in community forums, 
and reviews of the academic and grey literatures confirmed that these 
narratives were far from anomalous, and convinced me that the challenges 
associated with ageing for people with an intellectual disability had – for 
those who experienced them – become invisibilised within the broader social 
inclusion agenda of our nation.  
This study – like many before it and even more after it – has, therefore, been 
prompted by own personal and professional engagement with people whose 
lives are now situated at the juxtaposition of the pursuit of meaningful life 
and growing vulnerability, and is motivated in my deep concern at the dearth 
of strategic responses. It is anchored in an appreciation for those individuals 
willing to work at the frontlines of support in low-paid, vastly complex, and 
xxiv 
 
increasingly regulated human service environments. It is driven by a strong 
desire to find ways to strengthen support for people with an intellectual 
disability to live safely and meaningfully in their own homes as they age, and 
to die the dignified death.   
It is also underpinned by a belief in the fundamental importance of 
knowledge. Whether it is learned beforehand, grown during action, or 
expanded upon post-event, knowledge is intrinsic to every human endeavour. 
Despite it being a most basic resource, knowledge remains one of the more 
under-researched aspects of disability support work in general and support to 
older service users more specifically. It is a topic that begs such questions as: 
What knowledge predominates in the support to older service users?  How 
well does the training support workers undertake prepare them to meet the 
needs of older service users? What is the role of evidence-based knowledge in 
the support to this group? What knowledge base do support workers draw on 
as they encounter issues with which they have no experience? These questions 
remain largely unasked in the growing body of literature on ageing and 
intellectual disability (and in disability support in general), despite their 
implications for doing support and the learning cultures that exist within 
disability services. 
I conclude my researcher positioning statement with this caveat: in no way do 
I suggest that understanding the knowledge base of disability support workers 
is sufficient to ensure that service users live, age and die well. I do propose, 
however, that in the absence of sufficient resources and supports, it is a 
worthwhile place to start. Because when the rubber hits the road, 
engagement with the everyday challenges offered by the ageing of people 
with an intellectual disability falls to those at the coalface – not the managers, 
not the professionals, not the bureaucrats, and not the ethnographers. And 
how heartbreakingly short will my friend’s experience of community be 
without those willing to engage real life with the knowledge of doing.  
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Chapter 1 
 
Scoping the issue  
Introduction to the thesis1  
 
 
Background to the research 
This study is positioned at a unique point in the history of Australians with an 
intellectual disability. Until the last few decades of the twentieth century, 
most people with an intellectual disability were dying at much younger ages 
than their non-intellectually-disabled peers. It is now widely acknowledged 
that many of these citizens will live well into middle-age and beyond (e.g. 
Bigby, 2004), this substantial increase in life expectancy representing a 
remarkable achievement for a group of people whose opportunities for long 
and meaningful life have often been curtailed by societal constraints such as 
institutionalisation (Wolfensberger, 1972), systemic dehumanisation (Sheerin, 
2009), and, in some nations around the world, genocide (see, for example, 
Friedlander, 1995).  
While the literature recognises that people with an intellectual disability are, 
on average, living longer, it also identifies that they are not necessarily ageing 
well. Growing older with an intellectual impairment in Australia has brought 
with it a number of challenges that must be met not only by the people 
themselves, but also by the full range of systems involved in their support. 
  
                                                 
1 The aim of Chapter 1 is to provide an overview of the study. Detailed arguments and 
supporting literature that underpin the broad summaries and conclusions presented in this 
chapter are located throughout Chapters 2, 3, 4, 6, 7, 8 and 9 of the thesis. Where the issues 
raised are not discussed in later chapters, rationale and references are provided.  
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The research problem  
Serena’s2 story: Ageing with an intellectual disability, ready or not. 
We had known it was coming but, even so, I could barely contain my 
disappointment at the news: Serena had been moved to residential 
aged care. 
As I stood listening to support workers Alice and Carly relay the events of 
recent days, my mind couldn’t help but race through my all-too-short 
acquaintanceship with this tiny woman with Down syndrome. I 
remembered how, on my first visit to her home, she had answered the 
door and greeted me with a confident: “Hello – my name’s Serena” and 
a smile that unabashedly showcased an impressive collection of wrinkles 
(and how could I forget that crushing hug to my hips). The heartfelt 
welcome had been followed immediately by a tour of her bedroom, 
where she had requested that I sit on her bed while she showed off the 
raft of photos and knick knacks dotted thickly around her room, along 
with the contents of the satin-covered photo album displayed in pride of 
place on the bookshelf.  
The next time I visited it was again Serena who opened the door. Only 
this time she responded to my smile and “Hello Serena, how are you this 
morning?” with a blank stare. There were no signs of recognition 
anywhere on her face. Seemingly bored by the stranger lingering 
awkwardly in the hallway, Serena looked down and began fiddling with 
the buttons on her cardigan. The doorbell rang again and support 
worker Carly came over to open the door. It was the driver coming to 
take Serena to her daytime activity.  
“I want the white cardy,” Serena interjected.  
“It’s in the wash Serena,” said Carly. “Why don’t you wear the one you 
have on?” Both Carly and the driver told Serena – a little too 
enthusiastically I thought – how the cardigan she was already wearing 
was a much better match for her skirt. Serena did not respond. Carly 
purposefully handed Serena her bag and both workers walked her to the 
vehicle. 
It was the last time I ever saw her. 
                                                 
2 Real names of people involved in the research are replaced with pseudonyms throughout 
the thesis. 
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I returned to the present and, resisting the temptation to probe too 
energetically into the reasons for the decision, I listened quietly as Carly 
and Alice relayed the background to Serena’s sudden move. Alice 
explained how – during the last two years – this once strong-willed, 
well-liked, organised and co-operative woman had become a different 
person. Changes in her temperament and behaviour were increasingly 
expressed via aggressive and angry outbursts towards housemates, 
some of who had copped punches from this miniscule woman. Two of 
the home’s residents had responded to Serena’s frequent anger and 
yelling by forming an alliance against her, the ensuing shouting matches 
causing another of the housemates to disengage from home life and 
retreat into a world of her own. At her place of employment, this hard-
working woman had become withdrawn and unproductive, often sitting 
for hours with little to show for her time. Her failure to meet workplace 
requirements eventually led to a decision to retire her from what had 
been a much-loved job and one of the most treasured aspects of her 
life. Serena’s memory, personal hygiene, and capacity to undertake the 
simplest of tasks were also deteriorating rapidly, and most of her 
workers were at a loss to know how to work with her increasingly 
aggressive and unfathomable behaviour.  
At some point during this scenario, Serena was diagnosed with 
dementia. The diagnosis, along with Serena’s rapidly changing needs, 
had led to numerous revisions to her support. Alice, for instance, 
changed her work roster so that the service could accommodate 
Serena’s newly acquired retired status. Alice also explained how, during 
the time she worked alone with Serena, she tried locating services to 
meet Serena’s post-retirement needs. There were, Alice told me, few 
options available, but eventually she managed to locate a service that 
could provide Serena with out-of-home activities two days each week. 
In general, however, the team – along with Serena’s brother, Harry – 
had considerable difficulty locating supplementary supports, and the 
information they were provided with during their searches was minimal, 
incomplete and inconsistent. Harry’s attempts to locate an appropriate 
long-term, aged-care-based service option for Serena had been fraught 
with challenge, so when a vacancy at a residential aged care facility 
became available, he had immediately taken up the offer.  
Were service users and support workers intending to maintain their 
existing relationships with Serena? I asked. 
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Alice told me how she had offered to visit Serena on her own time as a 
starting point for future visits by the housemates. Harry, however, had 
asked that she not. Apparently Serena was unsettled and very unhappy 
at the facility, and he thought it best she be allowed to acclimatise to 
her new home before she had visitors. 
Serena was one of four people with Down syndrome who were part of this 
study and had been diagnosed with dementia. She was also one of two 
individuals whose workers had considerable difficulty locating post-retirement 
support options, and one of five who were eventually transferred to 
residential aged care. Her story of increased risk of early-onset dementia for 
people with Down syndrome, non-frail-aged entry into residential aged care, 
and few meaningful lifestyle alternatives during later life is one shared by 
many of Serena’s same-aged and older peers with an intellectual disability,3 
and highlights only a few of the less-than-optimal outcomes often 
experienced by members of this group relative to their same-aged, non-
intellectually-impaired peers. 
Serena’s story also highlights the growing pressures experienced by disability 
service providers as they attempt to respond to the multiple and continually 
shifting challenges generated by the ageing of people with an intellectual 
disability. It identifies the tensions involved in supporting the human rights 
and individual needs of all service users4 while responding to the specific 
ageing-related vulnerabilities of the one (or the several); the lack of 
knowledge and confidence of workers who had minimal experience working 
with older people with complex needs; the need to make substantial 
alterations to services and practice in order to accommodate ageing-related 
need; the dearth of resources to complement existing support options; 
difficulty in locating essential information; and the limited options for long-
                                                 
3 See, for example: Bigby (2000); Bigby, Balandin, Fyffe, McCubbery and Gordon (2004); Bigby, 
Webber, Bowers and McKenzie-Green (2008); Bigby, Wilson, Balandin and Stancliffe (2011); 
Fyffe, Bigby and McCubbery (2006); Lawrence and Roush (2008); Torr, Strydom, Patti and 
Jokinen (2010); Winkler, Farnworth and Sloan (2006). 
4 Older people with an intellectual disability who are in receipt of formal services are typically 
referred to throughout the thesis as older service users. This term is used to differentiate 
between older people with an intellectual disability generally, and the subset of this group 
who receive support from a formal disability service provider. 
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term placement of people ageing with an intellectual disability whose needs 
exceed existing service capacity.  
What Serena’s story does not identify is the size of this phenomenon. 
Numbers of older people with an intellectual disability are increasing at a 
rapid rate (Bigby, 2004), with Therapeutic Guidelines (2012) predicting they 
will double in the next two decades as a result of increasing life expectancy 
and the impact of the baby boomer phenomenon. While researchers do not 
have exact figures for this group, both Bigby (2004) and Wen (1997) have 
estimated the numbers of Australians with an intellectual disability aged over 
55 in 2010 to be between 7046 (Bigby, 2004) and 7209 (Wen, 1997).5  
Despite a substantial body of evidence pointing to less-than-optimal 
outcomes for people with an intellectual disability as they age; increasing 
pressures on disability services as they continue supporting older service users 
within existing resources; and strong indications that these issues will 
continue to grow in magnitude, broad-ranging, macro-level responses have 
not been forthcoming (Bigby, 2008, 2010a). The intractability of this situation 
has been recently highlighted within one of Australia’s most significant 
national disability service systems reforms in more than a quarter of century, 
with the Australian Government Productivity Commission [AGPC] (2011b) 
report on Disability Care and Support neglecting to propose new responses to 
the multiple issues facing older people with an intellectual disability within its 
recommendations for a National Disability Insurance Scheme (NDIS).6 7 
                                                 
5 It may be, however, that these figures under-represent the scope of the issue, and that 
actual figures for 2010 may be closer to 10,000. See Appendix A, Numbers of Australians Aged 
55 and Over with an Intellectual Disability, for further explanation of this point.  
6 The NDIS represents an approach to individualised funding and support that is progressively 
replacing the current system of funding and services provided to Australians with a disability. 
The new system is in its earliest stages of operation, having recently commenced in some 
Australian states (National Disability Insurance Scheme [NDIS], n.d.). Queensland will enter 
the scheme in 2016 (NDIS, n.d.). 
7 While the AGPC (2011b) acknowledges the growing impact of population ageing on support 
to people with a disability, it does not address the ambiguity surrounding access to aged care 
support for members of this group. Of note in this regard are the rules regarding eligibility for 
disability and/or aged care funding as a person ageing with a lifelong disability. See the 
section in Chapter 2 entitled Macro-Level Responses and the Invisibilisation of Older People 
with an Intellectual Disability for further discussion about this issue.   
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The lack of attention to the ageing of people with an intellectual disability at 
systems levels (notably Australia’s recent disability and aged care reforms – 
see Australian Government – Department of Social Services [AGDSS], 2014; 
AGPC, 2011a, 2011b) has resulted in the entrenchment of challenge at the 
coalface of support, with the onus for supporting increasing need, and 
promoting and protecting people’s human rights (see Queensland 
Government, 2006), falling to the frontlines of support. 
Rationale for the research  
As disability support workers comprise the frontlines of support to older 
people with an intellectual disability living in government-funded 
accommodation services, maximising their capacity to respond represents a 
fundamental strategy for strengthening support to this group. How these 
workers use available resources to construct support with and for older 
service users comprises a key component of this strategy.  
This study focuses on one of those resources – knowledge. It is based on the 
assumption that strengthening the use of knowledge is a useful first step in 
improving frontline responses in a situation where few additional resources 
are on offer. This assumption is supported by the following points. First, 
knowledge is not only fundamental to action (Burr, 1995; Dalitz, 2005; 
Gadner, Buber & Richards, 2004; Schön, 1987; Stehr & Grundmann, 2005), it is 
widely understood to be a – if not the – crucial organisational resource 
(Lundvall & Johnson, 1994; Nyhan, 2002; Pawson, 2006; Tomassini, 2002). As 
such, knowledge is necessarily ensconced in support. Second, knowledge does 
not inevitably come with the substantial financial outlay required for new 
buildings, or increased and on-going funding for service delivery, and is, 
therefore, a relatively low-cost mechanism for strengthening frontline 
practice in the aftermath of the Global Financial Crisis and subsequent funding 
cuts to social programs (Taillon, 2010). Third, while the introduction of an 
NDIS presently offers little promise of funding to people who are ageing with 
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an intellectual disability and are already in receipt of disability packages (see 
AGPC, 2011b), workforce readiness has been made a priority under the new 
scheme (Pro Bono Australia, 2012). Thus strengthening practitioner 
knowledge represents a potentially action-oriented, relatively inexpensive, 
and timely strategy for consolidating the support to older people with an 
intellectual disability.    
Contributions to the academic literature 
Beyond the contributions this study may make of a practice nature, it also 
makes a number of unique contributions to the academic literature on ageing 
for people with an intellectual disability. To date, the limited number of 
published studies about the knowledge of disability support workers who 
work with people ageing with an intellectual disability (see Chapter 2) have 
focused primarily on the explicit dimension of workers’ knowledge across a 
single aspect of people’s lives. This perspective has: 1) contributed to a limited 
understanding about the types of knowledge that may be valuable in the 
support to older people with an intellectual disability; 2) failed to recognise 
the holistic nature of ageing – that ageing well extends beyond the sphere of 
health and incorporates the gamut of life experience; 3) has, in the main, not 
considered the role of contextual influences on knowledge; and 4) has 
resulted in a predominantly deficit-oriented perspective about support 
worker knowledge – that is, the research to date has primarily identified what 
workers don’t know about supporting people ageing with an intellectual 
disability.  
This study, however, recognises that frontline practitioners have been 
supporting people with an intellectual disability to grow old within the context 
of formal service provision for a number of decades, and that knowledge of 
some form is being used by workers as they go about their everyday work 
with this group. At this point in time, however, there are no peer-reviewed 
studies that have investigated this knowledge as it naturally exists in frontline 
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settings and, as such, very little is known about the knowledge support 
workers draw on and use in their day-to-day work with older people with an 
intellectual disability.  
This study stepped into this gap by exploring support worker knowledge as it 
is operated prior to, during and after the moment of practice within its real-
world, everyday context. It thus extends current understandings of support 
worker knowledge as necessarily positivist in nature and operated apart from 
the holism and context of daily life, to conceptualise knowledge as a 
fundamentally complex, dynamic and nuanced entity that is employed across 
multiple dimensions of daily life, and invariably influenced by the real-world 
context in which it is operated. 
Research question and objectives 
The broad purpose of the study was, therefore, to develop a contextually rich 
and nuanced understanding of support worker knowledge that could be used 
to strengthen knowledge use during the everyday support of older people 
with an intellectual disability. This broad, practice-driven aim generated the 
primary research question:  
What knowledge do disability support workers use in their day-to-day 
work supporting people with an intellectual disability who are ageing 
within the context of government-funded accommodation and support 
services?  
The research question was supported by three primary research objectives 
which were to:  
1. identify the knowledge support workers have access to and draw 
upon to inform the support of older service users  
2. develop an understanding of contextual influences on knowledge, 
and 
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3. describe the nature of the knowledge workers used during 
practice. 
These objectives were thus focused on explaining the content, context and 
construction of practitioner knowledge in the support to people ageing with 
an intellectual disability. 
Nature and scope of the study 
In order to develop the richest possible understanding of support worker 
knowledge, the study was undertaken from within the qualitative research 
paradigm. I adopted ethnographic methodology to investigate the knowledge 
of disability support workers who were employed to work in three 
government-funded, not-for-profit disability services in metropolitan areas of 
south-east Queensland, Australia, over a 16-month period. The naturalistic 
nature of investigation enabled me to: participate in the use of knowledge 
across a wide range of everyday life experiences for older service users; step 
beyond limited definitions of knowledge as explicit (factual) content; 
experience the multiple influences on knowledge first-hand; and delve into 
some of the more complex and implicit aspects of knowledge, such as tacit 
knowledge and the subterranean knowledges of resistance. Ethnography was, 
therefore, a particularly useful tool for exploring knowledge as it was 
employed by workers during their day-to-day support of older service users. 
This exploration into knowledge was shaped by a second key factor. I secured 
entry into each of the research settings on the basis of my commitment to 
explore workers’ knowledge, not evaluate their practice. This study does not, 
therefore, assess the efficacy of practitioner knowledge with regard to 
outcomes for older service users, but aims to understand knowledge through 
the eyes of its operatives. I argue that this position in no way diminishes the 
outputs of the study in terms of their potential contributions to practice: 
understanding the what, why, who, and how of knowledge as it is 
operationalised in real life is equally as important as understanding what that 
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knowledge intended to achieve (see Lundvall & Johnson, 1994). Attempts to 
strengthen the use of knowledge may have limited effectiveness without an 
understanding of the cultural context in which it is operated. 
Finally, this research explores the knowledge of support workers, not that of 
the more marginalised group, people ageing with an intellectual disability. 
This study does not, therefore, specifically explore the complexity of 
experience for this group (such as the intersectionality of ageing and 
intellectual disability with other facets of potential disadvantage such as 
gender or race). I also acknowledge Bigby’s (2004) concern that the existing 
body of research on ageing for people with an intellectual disability is largely 
exclusive of these citizens’ voices. And, while more recent studies have 
explored the perspectives of older people with an intellectual disability (e.g. 
Bigby & Knox, 2009; Buys et al., 2008; Dew, Llewellyn & Gorman, 2006), there 
remains a need for further research into the lived experience of ageing for this 
group (Innes, McCabe & Watchman, 2012).8  
I argue, however, that in studying knowledge from the support worker 
perspective, this study draws out the voices of those individuals who are often 
highly knowledgeable about older service users, make considerable 
contributions to their lives, and frequently position themselves as advocates 
on their behalf (Sullivan & Munford, 2005). It is also relevant to note that 
studies conducted from the support worker perspective in relation to the 
ageing of people with an intellectual disability are similarly few in number 
(see Innes et al., 2012; Wark, 2010), an observation which represents a void in 
the literature. So, far from attempting to prioritise able-bodied authority over 
people with an intellectual disability, this study acknowledges the potential 
for frontline practitioners to deflect this hegemony,9 and highlights the need 
                                                 
8 There is a particular need for research that enables older people with an intellectual 
disability to have greater control over the research process through the use of inclusive 
research methodologies (see, for example, the University of Sydney Centre for Disability 
Studies, n.d.). 
9 Hegemony, and its impact upon the lives of older people with an intellectual disability and 
the workers who serve them, is discussed in Chapters 7 and 9 of the thesis. 
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to accommodate the knowledge of the workers who are often well positioned 
to support the enhancement of lives within the space of everyday living.  
Structure of the thesis 
This exploration into practitioner knowledge follows the traditional thesis 
format, with the background to the research (Chapters 1 to 4) preceding 
presentation of the results and conclusions (Chapters 5 to 9). Chapter 1 
commences the discussion of background by introducing the issue under 
investigation and establishing the framework for the thesis. Chapter 2 
comprises a review of the literature relevant to issues of ageing for people 
with an intellectual disability who are supported within the formal disability 
service system, and identifies existing explorations of support worker 
knowledge relative to this context. This chapter also discusses a contemporary 
paradox for the community-based support of older people with an intellectual 
disability: the increasing dominance of formalised and generalist knowledge 
within a context of what was originally intended to be ordinary, non-
clinicalised living, and the implications this orientation has for a knowledge of 
support. Chapter 3 goes on to outline the conceptual framework of the 
research. It focuses on the epistemological, theoretical and methodological 
underpinnings of the study, and the positioning of knowledge as it was 
understood during the early stages of the research. Chapter 4 describes how 
the methodology was operationalised, and discusses key aspects of research 
method and technique as they contributed to, and shaped, the nature of the 
research venture and exploration of support worker knowledge.  
Chapters 5 through 9 introduce and address the main concern of the research: 
the knowledge of disability support workers who work with people ageing 
with an intellectual disability. Chapter 5 commences the exploration into 
knowledge with a brief description of the broad service context and 
illustrations of the three research settings, and highlights the relevance of 
these services to the current study. Chapters 6, 7 and 8 detail the findings in 
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accordance with the three objectives for the study, using vignette, participant 
comment, and researcher reflection as the key vehicles for telling the 
ethnographic story. Presentation of the findings within Chapters 6, 7 and 8 is 
interspersed with discussion that employs theory and literature to explore 
prominent themes in greater depth. Chapter 6 discusses the external and 
internal sources of knowledge – or knowledge content – accessed by support 
workers, along with their experiences of operating content from within a 
space of ‘not-knowing’ (research objective 1). Chapter 7 describes the 
contextual influences on knowledge and highlights the pervasive impact of 
ethical decision-making within contexts of dilemma as a key shaper of 
knowing. It also discusses the role of organisational systems, resource 
limitations, and dominant ways of knowing in contributing to that dilemma 
and thereby shaping the knowledge of support (research objective 2). The 
previous three chapters culminate in Chapter 8 which describes the broad 
nature of the knowledge support workers used during support. It illustrates 
how disability support workers constructed unique forms of individual and 
collective locale knowledge that were specific to people and context by 
synthesising sources of content into an actionable knowledge that enabled 
them to achieve support objectives (research objective 3). Chapter 9 
concludes the thesis with discussions about the significance of the research in 
relation to the use of knowledge in the formal support to older people with an 
intellectual disability and the imposition of generalist knowledge hierarchies 
within this context.  
In conclusion, this study comprised a naturalistic exploration into the 
knowledge base of frontline practitioners who work with people ageing with 
an intellectual disability in order to better understand the knowledge 
informing the formal support to this newly emerging and vulnerable group of 
Australians, and thereby contribute to the development of strategies that 
strengthen its use. The next chapter of the thesis begins this exploration with 
a literature review about the support to people ageing with an intellectual 
disability and the knowledge of practitioners who work with this group.  
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Chapter 2 
 
Knowledge in the formal support to 
people ageing with an intellectual 
disability  
A literature review   
  
 
Introduction 
For much of Australia’s history, few people with an intellectual disability have 
experienced what it is like to grow old. As late as 1930, life expectancy for 
individuals with an intellectual disability was approximately 20 years (Carter & 
Jancar, 1983; Thompson, 2002), less than one third that of the general 
population.10 However, by the end of the twentieth century, most people 
living in the developed world with a mild intellectual disability could expect to 
live well into middle-age and beyond, with many of this group living almost as 
long as their peers without an intellectual disability (e.g. Bittles et al., 2002; 
Buys et al., 2008; Haveman et al., 2009; Janicki, Dalton, Henderson & 
Davidson, 1999; Patja, Iivanainen, Vesla, Osanen & Ruoppila, 2000). This 
more-than-trebling of life expectancy for a historically marginalised group is 
cause for considerable celebration (Wark, 2010), and, according to Janicki and 
Ansello (2000b), counts as one of the significant achievements of the late 
twentieth century, one that “reflects the triumph of the individual, the family, 
and the community over history that consigned people with lifelong 
developmental disabilities to truncated lives” (Ansello & Janicki, 2000, p. 3). 
                                                 
10 In 1930, the life expectancy for Australians was 64 years (Acemoglu & Johnson, 2007). 
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Identification of this emerging group of people with an intellectual disability 
was first written about at least half a century ago (Janicki & Ansello, 2000c) 
and, in the ensuing years, explorations into this phenomenon have resulted in 
a substantial and growing body of comment, research, books and systematic 
reviews across a broad range of issues. Instead of reiterating the many 
reviews and commentaries already undertaken on this topic, this review of 
the literature is targeted towards addressing the specific propositions that: 1) 
people ageing with an intellectual disability constitute a disadvantaged and 
invisibilised group within contemporary Australian society; 2) the lack of 
systems-level response to this emerging social issue has resulted in substantial 
and burgeoning demands on frontline disability services staff who must meet 
increasing need from within existing resources; and 3) one of the key 
resources available to disability support workers – knowledge – has been 
relatively overlooked within the peer-reviewed research on support to this 
group.  
Literature for the review is drawn predominantly from the national and 
international, English-speaking peer-reviewed research since the early 1990s 
(when the issue first began to draw significant attention within the research 
community in Australia11), and is discussed within the specific legislative and 
service delivery context of Queensland, Australia.12   
This review of the literature takes place in three parts. The first part of the 
chapter introduces the broad area of ageing for people with an intellectual 
disability. It defines the concepts of intellectual disability and ageing as they 
are employed in this study, and describes how these two dimensions of social 
life have contributed to a unique experience of vulnerability for Australians 
                                                 
11 See some of Bigby’s earlier publications (e.g. 1992, 1995). Christine Bigby is one of the 
leading researchers on ageing for people with an intellectual disability both within Australia 
and internationally. 
12 As mentioned in Chapter 1, Queensland is yet to commence service provision under a 
predominantly NDIS-based disability system. The rapidly changing nature of disability service 
provision in other states and territories within Australia (several of which are currently in the 
process of introducing the new system) makes discussion of the national context prone to 
inaccuracy.  
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who live at their nexus. The second part of Chapter 2 discusses the present-
day context of formal service provision to people ageing with an intellectual 
disability. It presents an overview of service delivery issues facing disability 
organisations as they undertake the support to people ageing with an 
intellectual disability, and describes how the relative lack of attention to this 
issue at systems level has resulted in growing pressure on frontline disability 
services to respond to increasing need from within existing resources. The 
final part of the chapter introduces the disability support worker as central to 
the support of older people with an intellectual disability, and goes on to 
outline what is currently known about the knowledge base of practitioners 
who work with this service user group. The chapter concludes with a 
discussion about key gaps in the literature relating to support worker 
knowledge and positions the thesis relative to those gaps. 
People ageing with an intellectual disability 
The first section of the review introduces the issue of ageing for people with 
an intellectual disability and the challenges posed by the intersection of these 
two domains of experience. This discussion commences with a brief overview 
of the terms ‘intellectual disability’ and ‘ageing’ as they are understood within 
the thesis. 
Conceptualising intellectual disability 
Intellectual disability is typically conceptualised in two main ways (Wen, 
1997). The first of these understandings argues that intellectual disability is 
intrinsic to the individual. From this standpoint, a person may be assessed as 
having an intellectual disability if he/she demonstrates deficits in a range of 
areas such as intellectual functioning, the ability to undertake activities of 
daily living, and/or behaviour (see for example, Harris, 2006). Internationally 
accepted definitions of intellectual disability developed by the American 
Psychiatric Association (2013), the World Health Organization [WHO] (1992, 
1996), and the American Association on Mental Retardation (Luckasson et al., 
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2010) typically highlight the individual nature of intellectual disability, as do 
some legislative definitions of disability (see, for example, the Queensland 
Disability Services Act (2006) (Queensland Government, 2006)13).  
The second approach to conceptualising intellectual disability argues that 
disability is societally imposed. Intellectual disability is, therefore, a result of 
the interface between person and environment, and reflects the material and 
attitudinal barriers to full inclusion of people living with an impairment (e.g. 
Brisenden, 1986; Oliver, 1990, 2013; Shakespeare, 1999, 2013; Tregaskis, 
2002, 2004; Union of the Physically Impaired Against Segregation, 1976). 
According to Shakespeare (1999), this perspective – often referred to as the 
social model of disability – argues that living well for people with a disability 
lies not in the diagnosis and management of a medically defined condition but 
on the “removal of barriers, and the development of an inclusive society 
which recognises the range of human experience and embodiment, and 
values all individuals, regardless of their contribution to society, as equals” (p. 
30).  
Shakespeare (1999) further argues that, on their own, neither approach is 
able to provide a comprehensive understanding of the experience of 
disability. The clinical (or medical) model fails to recognise that differentness 
is intrinsic to the human experience and that arbitrary categorisations based 
on ability simply create social divisions that privilege some and marginalise 
others. This model is primarily deficit-oriented; contributes to an oppressive 
social construction of disability; and is subject to the instability of repeatedly 
modified, or abandoned, classification schemes. Shakespeare further 
contends that the social model is also flawed in that it does not allow for the 
unique experience of impairment. People with an intellectual impairment 
(which has a bona fide organic etiology) are, for instance, invariably affected 
by the physiological nature of their conditions, regardless of their status as 
marginalised citizens. Shakespeare summarises the implications of 
                                                 
13 This legislation is referred to throughout the thesis as DSAQ2006. 
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dichotomous understandings of disability when he states, “The medical model 
had little to tell us about the social consequences of impairment, but the 
social model tells us little about the specifics of being impaired” (p. 30). As 
such, neither system on its own provides a comprehensive understanding of 
what it means to live with an intellectual disability. This research 
acknowledges both approaches, and conceptualises intellectual disability as 
the experience14 of cognitive impairment embedded in a disabling world.15 It 
also recognises intellectual disability as necessarily positioned within the 
broader international context of disability rights (see United Nations, 2006).  
Conceptualising ageing 
According to Balcombe and Sinclair (2001), there is no single theoretical 
conceptualisation or definition that fully explains the nature of ageing. In their 
work on clarifying this concept, the authors reviewed recent theories of 
ageing and concluded that known conceptualisations fall into three main 
categories: chronological ageing (the acknowledgement of passage of time); 
biological ageing (the gradual degeneration of bodily systems, otherwise 
known as the pathological model of old age); and sociological age (roles 
associated with ageing, and theoretical/philosophical conceptualisations such 
as successful ageing). Thus, for the purposes of this study, ageing was similarly 
understood to reflect all three meta conceptualisations, and included the 
individual experience of growing older within a framework of increasing age, 
the personal/bodily experience, and the social construction of what it means 
to grow old.16    
                                                 
14 The individual experience of intellectual disability may also exist apart from actual cognitive 
impairment. Not every individual living in a supported accommodation service for people with 
an intellectual disability has a formal diagnosis of intellectual disability. The label of 
‘intellectual disability’ may, therefore, be assigned to a person simply by nature of his/her 
positioning as a client of a service for people with intellectual impairment. 
15 This point is being increasingly acknowledged within formal conceptualisations of disability: 
while earlier classification systems relied heavily on a clinical approach to understanding 
disability, recent definitions and categorisation systems have recognised its social component 
(Harris, 2006; Wen, 1997). 
16 The determination of ageing for service users in the study was undertaken using a number 
of criteria that were developed from this framework. These criteria are outlined in Appendix 
B, Criteria for Inclusion of Accommodation and Support Services in the Study. 
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Ageing for people with an intellectual disability 
In her book, Ageing with a Lifelong Disability, Bigby (2004) discusses several 
broad aspects of ageing for people with an intellectual disability. First, ageing 
is individual in nature. As people with an intellectual impairment grow older, 
they undergo change across a number of life domains, with changes occurring 
at differing rates and with varying physical, psychological and social 
manifestations for each individual (see Ansello & Janicki, 2000; Wark, 2010). 
Thus ageing is experienced individually (see also Molton & Jensen, 2010) and 
people with an intellectual disability will grow old in unique and unpredictable 
ways, just as members of the non-intellectually disabled population do. 
Additionally, researchers often contrast the experiences of ageing for this 
group with those of their non-intellectually disabled, same-aged peers. The 
experience of ageing for, and changing needs of, older people with an 
intellectual disability have been investigated by researchers over a range of 
life domains, and a number of authors state that the broad needs of older 
people with an intellectual disability and their experiences of ageing closely 
parallel those of their non-disabled, same-aged peers (e.g. Bigby, 2004; 
Davidson, Heller, Janicki & Hyer, 2004; Gibson, 1991; Haveman et al., 2009; 
Hogg, Lucchino, Wang & Janicki, 2001; Janicki, 2009; Janicki & Ansello, 2000c; 
Therapeutic Guidelines, 2012).  
The core needs of people ageing with or without an intellectual disability have 
been conceptualised across a number of frameworks (e.g. quality of life: 
Brown, 1993, 2000; active ageing: WHO, 2002; successful ageing: Depp & 
Jeste, 2006; healthy ageing: Evenhuis, Henderson, Beange, Lennox & Chicoine, 
2001; the senses framework: Nolan, Davies & Grant, 2001) and can be distilled 
to several key domains: having optimal health; having positive physical and 
emotional wellbeing;17 being socially included; engaging in valued 
relationships; maintaining skills; participating in meaningful activity; and 
having a sense of autonomy (McGhee & Dorsett, 2011). 
                                                 
17 Physical and emotional wellbeing includes such concepts as safety and legal rights. 
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Both the peer-reviewed and grey literatures also recognise, however, that 
ageing for people with an intellectual disability is different from that of the 
general population in that it strongly reflects the intersection between 
experiences of both lifelong disability and ageing (Australian Institute of 
Health and Welfare [AIHW], 2000; Bigby, 2002, 2004, 2010b; Bigby et al., 
2004; Janicki, 2009; Therapeutic Guidelines, 2012).  
Intellectual disability and ageing as intersecting domains 
of disadvantage 
While many individuals with an intellectual disability age well (see Bigby, 
2004), the intersection between ageing and intellectual disability may result in 
a range of significant disadvantages and challenges for some members of this 
group. Firstly, a person’s disability may have a direct impact on how he or she 
ages, as some types of intellectual disability have a profound effect on health 
and longevity. For instance, the literature persistently points to the early-
onset of ageing-associated conditions in people with Down syndrome. In a 
review of the recent literature on morbidity and mortality in relation to Down 
syndrome, Torr et al. (2010) identified multiple health-related issues that 
people with this diagnosis experience at higher rates than the general 
population as they age. These conditions include early-onset Alzheimer’s-type 
dementia, musculoskeletal conditions, sensory impairment, and early-onset 
menopause in women. Torr et al. also reiterated the general finding in the 
research that people with Down syndrome have higher rates of mortality 
compared with their same-aged peers with or without an intellectual disability 
(see also Yang, Rasmussen & Friedman, 2002).   
Secondly, the experience of ageing with an intellectual disability generally 
situates people in positions of considerable disadvantage health-wise relative 
to their non-intellectually-disabled peers. For instance, while some health 
conditions such as cancer and cardiovascular disease are experienced by older 
people with an intellectual impairment at rates similar to those within the 
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general ageing population (Haveman et al., 2009), the physical and 
psychological health of members of this group is often significantly poorer 
than that of their same-aged, non-intellectually-disabled peers (Bigby, 2004; 
Evenhuis et al., 2001; Therapeutic Guidelines, 2012). In their review of the 
recent literature on the health outcomes for older people with an intellectual 
disability, Haveman et al. (2009) concluded that: 
Current literature on research in people with Intellectual Disability in 
developed countries as they age is clear: that as persons with ID survive 
and live into older age, the combination of life-long disorders and their 
associated medications use, and the “normal” ageing processes, puts 
them at a greater risk for ill-health and an earlier burden of disease in 
terms of neurological decline, but cardiovascular deterioration and 
some cancers may be less common. Lack of physical activity combined 
with dental ill-health and inappropriate nutrition resulting in overweight 
and obesity are the major preventable, and modifiable, risk factors; and 
these areas need to be addressed in younger age to enable people to 
develop healthy lifestyle habits that will ensure they continue to mature 
and age with a sense of wellbeing. (pp. 40-41) 
In addition to the poorer health generally of people ageing with an intellectual 
disability, Bigby (2004) highlights the accumulation of lifelong social 
disadvantage, such as poverty, social exclusion, entrenched discrimination, 
and impoverished social networks, which leave many people with an 
intellectual disability poorly positioned to age well (see also McCarron et al., 
2011). Some researchers have highlighted a range of additional disadvantages 
experienced by this group as they enter into the later stages of life such as: 
placement in residential aged care facilities prior to becoming frail aged 
(Bigby, 2000; Bigby et al., 2008; Fyffe et al., 2006; Winkler et al., 2006); few 
retirement options (Bigby et al., 2004; Bigby, Bowers & Webber, 2011; 
Lawrence & Roush, 2008); and insufficient attention paid to end-of-life issues 
and care (Botsford, 2000a, 2000b; Patti, Amble & Flory, 2010; McEvoy, 
MacHale & Tierney, 2012; Ryan, Guerin, Dodd & McEvoy, 2011; Todd, 2003, 
2004; Tuffrey-Wijne, 2003, 2009; Tuffrey-Wijne, Hogg & Curfs, 2007; 
Wagemans, van Schrojenstein Lantman-de-Valk, Tuffrey-Wijne, 
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Widdershoeven & Curfs, 2010; Wiese, Dew, Stancliffe, Howarth & Balandin, 
2012).   
In summary, the disadvantages of having lived one’s life as a person with an 
intellectual disability and the additional challenges of ageing are exacerbated 
by the interrelationship between pre-existing physical and psychological 
health conditions, impairments, and ageing-related changes, as well as the 
compounding impact of a lifetime of personal, financial and social 
impoverishment. This situation leaves many individuals with an intellectual 
impairment poorly positioned to manage the multiple tasks and challenges 
that accompany ageing.  
Living at the juxtaposition between two dimensions of accumulated 
disadvantage thus contributes additional complexity to the experience of 
growing old for many people with an intellectual disability, and requires that 
this group receives additional consideration beyond existing societal 
responses to ageing. This point is emphasised by Bigby (2007) in her 
submission to The Senate Standing Committee on Community Affairs on 
Funding and Operation of the Commonwealth State/Territory Disability 
Agreement:  
Although a diverse group, people ageing with a life long disability share 
some common characteristics associated with their pattern of ageing 
and the impact of their life experiences of being a person with a 
disability that suggest they should be regarded as a distinct special 
group of older people, who cannot simply merge into the general aged 
population. (p. 3)18 
  
                                                 
18 People with an intellectual disability can be considered to be a subset of people with a 
lifelong disability. 
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The disability service system: Responses to 
people ageing with an intellectual disability 
Many people living with an intellectual disability require some degree of 
support from others during most – if not all – stages of the life cycle. 
Engagement with later life has, therefore, considerable implications not only 
for the individuals themselves, but for the people, communities and 
organisations involved their support. While people with an intellectual 
disability have been growing older within a range of assistive contexts 
including informal systems and networks such as family (Bigby, 2004; Wark, 
2010),19 and formal systems such as the aged or specialist disability systems 
(Bigby, 2002, 2004; Janicki & Ansello, 2000a), the system primary assigned to 
the formal support of Australians with an intellectual disability is the specialist 
disability service system. As older people with an intellectual disability are 
more likely to age within the context of shared group living rather than that of 
family20 (Emerson, Hatton, Felce & Murphy, 2001, cited in Bigby et al., 2011), 
Bigby et al. (2011) suggest that the disability-oriented system of supported 
accommodation21 should be a focus of plans to support this group to age in 
place.  
I note, however, that concerns have been expressed by researchers, as well as 
non-government and government bodies, regarding the capacity of formal 
service systems to support people with an intellectual disability to successfully 
address the challenges of ageing (AIHW, 1997, 2000; Fyffe et al., 2006; Innes 
                                                 
19 Most people with an intellectual disability are supported within informal contexts (AGPC, 
2011b) and have minimal connection with the disability service system. 
20 Bigby (2000, 2010b) states that many older people who are currently living with family are 
likely to seek access to the formal disability service system once their informal carers (often 
parents) die. 
21 An accommodation and support service is one of the disability service types that may be 
delivered by a disability service provider (see AIHW, 2013a). People with an intellectual 
disability receiving an accommodation and support service receive assistance from workers 
that is based primarily in their home environments. In this type of service, an individual with 
an intellectual disability may live on his/her own, or with one or more other people with or 
without an intellectual disability.  
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et al., 2012; Williamson & Harvey, 2007), with researchers generally 
concluding that the formal service system is not supporting this group to age 
well (Bigby, 2002; Bigby et al.,2004; Bigby et al., 2008). In their systematic 
review of the available research literature published in the English language 
between 1990 and 2011 (specific to the care of people ageing with an 
intellectual disability), Innes et al. (2012) similarly conclude: 
older people with ID experience a range of unmet needs within current 
service and support models. Most services reported within this paper do 
not respond to the needs of older people with ID and their carers 
although there are emerging models of good practice that could be built 
upon. (p. 294)  
In the face of growing numbers of older people with an intellectual 
disability,22 the likelihood that many more individuals with a lifelong 
impairment will enter the formal disability service system as their ageing 
parents die, and persistent calls to improve responses to these citizens, there 
is an evident and urgent need to identify and address factors that impact 
upon disability services’ ability to support this potentially vulnerable group of 
Australians to age well.  
Clarifying ‘ageing well’ for people with an intellectual 
disability 
While there have been a plethora of calls to improve responses to older 
people with an intellectual disability, there is currently no agreed-upon and 
widely disseminated conceptualisation of ageing well for a person with an 
intellectual disability. As such, researcher comments about service responses 
have largely been made apart from a clear understanding about what 
constitutes desirable, agreed-upon outcomes for this group. 
There are, however, a number of frameworks that have been discussed within 
the peer-reviewed and research literature in relation to the support of, and 
                                                 
22 See the discussion in Chapter 1 of the thesis. 
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desired outcomes for, older people with an intellectual disability. They 
include:  
1. general population frameworks such as quality of life (Bigby, 2004; 
Brown, 1993; Wark, 2011)  
2. frameworks relating to the general aged population including 
ageing in place23 (Bigby 2002, 2004, 2008; Hales, Ross & Ryan, 
2006; Maes & Van Puyenbroeck, 2008; Webber, Bowers & 
McKenzie-Green, 2010); healthy ageing (Evenhuis et al., 2001; 
Hogg et al., 2001); active ageing (Buys et al., 2008; Buys, Aird & 
Miller, 2012); successful ageing (Bigby, 2004; Wark, 2010); and the 
senses framework (Bigby, 2004; Bigby & Knox, 2009), and  
3. frameworks relating to the support of people with an intellectual 
disability such as social role valorisation (Wark, 2010); Supports 
Outcomes Model of Aging Well (Heller et al., 2007); and the 
Edinburgh Principles24 (Wilkinson & Janicki, 2002).   
As mentioned, none of these frameworks (or variants thereof) has been 
adopted for widespread use within disability services or as a standard by 
which to evaluate outcomes for people ageing with an intellectual disability.25 
Nor may it be appropriate to do so. While the frameworks listed above 
represent constructions of wellbeing and contribute potentially valuable 
lenses through which to consider support to people ageing with an intellectual 
disability, superimposing any of these frameworks directly onto the practice 
                                                 
23 Ageing in place is a tenet of aged care within Australia (see Australian Government, 1997). 
Bigby (2004) defines ageing in place for people with an intellectual impairment as “a concept 
that attempts to maximise choice for an older person, by allowing them to remain in the living 
situation of their choice for as long as they wish and are able to” (p. 159).  
24The Edinburgh Principles were developed for use with people with an intellectual disability 
who have dementia (Jenkins, 2005). 
25 Innes et al. (2012), however, identified that one of the priorities within Australian research 
with regard to people with an intellectual disability who are ageing is that of ageing in place. 
Ageing in place may thus be considered to be a widespread, informal standard for evaluating 
outcomes for this group, although Bigby (2010b) states that there is currently no shared 
understanding about what constitutes ageing in place for people with an intellectual 
disability. As such, any broad recognition of ageing in place as a criterion for determining 
ageing well still encompasses considerable inconsistency with regard to assessing outcomes 
for these citizens.  
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context without considerable reflection and review of the issues raised in the 
previous section of this chapter may compound the dilemmas currently 
experienced during the support to this group.  
In support of this contention, Bigby (2008, 2010a) outlines challenges specific 
to this group that cannot easily be met within existing conceptualisations of 
ageing in place. I also argue that existing disability support frameworks such 
as the developmental model26 may not be the most appropriate lenses 
through which to view support and outcomes in situations where older 
people with an intellectual disability are becoming increasingly frail. It is also 
unclear as to whether any of the frameworks outlined earlier in this section of 
the chapter give sufficient attention to the complexity of issues experienced 
by these citizens as they enter into the later stages of life.27 Thus existing 
frameworks are unlikely to provide sufficient guidance for services engaged in 
supporting older service users. 
In any event, there is an evident void with regard to a collective 
understanding about what it means for a person with an intellectual disability 
to age well. The lack of a guiding framework has been identified as one of the 
key knowledge deficits in the support to older service users (Wark, 2011) and, 
I suggest, has opened disability services up to critique of outcomes for older 
service users across a gamut of existing and, as yet, uncontextualised 
frameworks, many of which they may be unaware.28 
                                                 
26 The developmental model highlights notions of growing capacity and self-sufficiency for 
people with an intellectual disability (Rutherford Turnbull & Stowe, 2001), and – according to 
Lemay (2005) – makes an important contribution to the social role valorisation framework (a 
framework of disability support that emphasises normative living in community and which is 
enshrined in key Queensland disability legislation such as the DSAQ2006). Whether or not the 
developmental model is appropriately replaced with similar ageing-related approaches such 
as active ageing remains largely unexplored within the literature. 
27 See the section entitled Intellectual Disability and Ageing as Intersecting Domains of 
Disadvantage in this chapter about the complexity of needs that may arise out of the 
intersection between ageing and intellectual disability. 
28 In acknowledgement of the lack of consensus regarding a practice framework, I note that 
my continued use of the phrase ‘age/ing well’ is a greater reflection of the universal call to 
improve outcomes for older people with an intellectual disability than it is a statement about 
what constitutes desirable outcomes for this group or a declaration of allegiance to a specific 
framework. 
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Barriers to supporting older service users to age well 
Despite not having access to a clear understanding about what constitutes 
ageing well for people with an intellectual disability, disability services have 
been supporting service users through the later phases of their lives for a 
number of decades. During these years, a number of researchers have 
identified factors that impact on the capacity and ability of these 
organisations to deliver desirable outcomes for this group (e.g. Bigby et al., 
2011; Lin, Wu, Lin, Lin & Chu, 2011; Maes & Van Puyenbroeck, 2008; Wark, 
2010; Webber et al., 2010). This section of the chapter briefly discusses some 
of the challenges faced by disability services as they attempt to support and 
adapt to the needs of people with an intellectual impairment as they age. 
Responding to the changing needs of older people with an intellectual 
disability    
As people with an intellectual disability journey through the ageing process, 
the nature and intensity of their support needs change (Bigby, 2010b). In 
many instances, changes in mobility, physical and mental health, and 
independent living skills require significantly increased effort on the part of 
frontline personnel. For example, in their study of adaptations Flemish 
services made to support ageing in place for people with an intellectual 
disability, Maes and Van Puyenbroeck (2008) found that frontline staff 
invested a greater proportion of their efforts into the support of older people 
relative to their younger peers. Additional support included: responding to 
increased medical needs; providing extra assistance as a result of the loss of 
skills; responding to emotional needs; meeting higher levels of personal care 
needs; managing loss of mobility; and providing paramedic support.  
Other researchers have drawn a connection between the increase in hands-on 
engagement by support workers during the support to older service users and 
the significant – and sometimes urgent – need for additional resources to 
enable that engagement to continue. I note that in Wark’s (2010) study of 
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rural service provision to people ageing with an intellectual disability, 
disability workers were asked about the challenges they faced in their efforts 
to provide support to this group. Two of the highest rated issues were: “lack 
of government funding for appropriate staffing levels”, and “lack of additional 
funding to meet increasing needs” (p. 181).29 This finding was echoed by 58 
per cent of the staffing coordinator respondents in the Maes and Van 
Puyenbroeck (2008) study who reported that, despite the higher staffing ratio 
for older residents relative to younger ones, the number of support workers 
employed was still insufficient to meet needs. It is also evident that the need 
for additional resources is frequently experienced to a significant degree in 
those services supporting with people with a dual diagnosis of intellectual 
disability and dementia (Manji, 2008; McCarron, Gill, Lawlor & Beagly, 2002). 
Researchers have identified that the needs of these individuals change 
considerably during the course of the illness (see Janicki, McCallion & Dalton, 
2000) and may require significantly increased forms of support such as night 
shift staff (Wilkinson, Kerr & Cunningham, 2005), a form of support for which 
many services do not receive funding. Without additional funding, workers 
often experience considerable pressure as they attempt to meet the 
increased support needs of older service users within the same space of time 
and with few – if any – additional resources.   
In addition to inadequate funding levels, services may encounter a range of 
other resource and structural limitations that influence their ability to meet 
the needs of this group. For instance, requirements for a high level of in-home 
medical care for older service users with serious health conditions may 
generate significant barriers to meeting critical needs and supporting service 
users to age in place (Bigby et al., 2011; Maes & Van Puyenbroeck, 2008; 
                                                 
29 Funding provided to support older service users is more likely to decrease rather than 
increase during later life. While funding to disability service providers is generally subject to 
indexation (Queensland Government – Department of Communities, 2010), it is widely 
reported that indexation does not keep pace with increased expenditure on items such as 
administration, staff wages and support worker training. Thus the number of support hours 
that can be purchased from a slightly increased funding package effectively decreases with 
each passing year.  
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Webber et al., 2010). Thus an inability to provide essential in-home medical 
care may result in moving the service user to more medically oriented 
accommodation settings such as residential aged care. Some researchers have 
identified how limited access to mainstream government, community- or age-
based services may also impact upon services’ ability to provide essential 
supports to the person (Bigby, 2010b; Hales et al., 2006; Wark, Hussain & 
Edwards, 2013; Webber et al., 2010). The general lack of expertise in 
mainstream community services with regard to meeting the unique needs of 
older people with an intellectual disability has also been identified as 
problematic (e.g. Bigby & Balandin, 2005), as have limitations imposed by the 
home environment (Bigby et al., 2011; Maes & Van Puyenbroeck, 2008; 
Wilkinson et al., 2005), and insufficient flexibility with regard to disability 
service staffing models (Bigby et al., 2011). Thus intensification of support 
needs (where additional funding is not forthcoming) is often compounded by 
an inability to locate and/or access supplementary mainstream community-
based supports, as well as structural and systemic barriers to responding to 
changing needs. 
Another of the issues faced by the disability services providing support to 
older people with an intellectual impairment involves the management of risk, 
specifically the impact of service users’ ageing on both the service users 
themselves and others in their immediate environments. Bigby et al. (2011) 
found that some of the factors that influenced decisions about whether or not 
to continue supporting a person to age in place emerged out of concerns 
about the service’s ability to: sustain duty of care to the older service user; 
manage the impact of continuing to support the person on other service users 
(see also Webber et al., 2010); and/or ameliorate the physical-emotional 
impact on support workers. Similarly, several studies point to the considerable 
and significant impact on support staff of supporting a person with diagnoses 
of both intellectual disability and dementia (see Fahey-McCarthy, McCarron, 
Connaire & McCallion, 2009; Furniss, Loverseed, Dodd & Lippold, 2011; 
Wilkinson et al., 2005). As such, the ageing service user’s changing needs are 
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not the only concern facing services – they must balance obligations to the 
ageing service user with meeting their obligations to other service users living 
in the home and protecting workers from injury. Risks to the older service 
users themselves and others involved in their lives were, therefore, important 
considerations in decisions about whether or not to continue supporting 
these individuals to age in place. 
Ensuring frontline workers have the necessary knowledge to provide support 
to older service users is also identified within the literature as a significant 
issue for disability services (Innes et al., 2012; Wark, 2010; Wark, Hussain & 
Edwards, in press). Despite regular calls for training (e.g. Bigby, 2004; Hewitt 
& Larson, 2007; Hogg et al., 2001; Keller, 1991; Maes & Van Puyenbroeck, 
2008) and legislated mandates for staff development (Queensland 
Government – Department of Communities, Child Safety and Disability 
Services [DCCSDS], 2012a; Disability Services Queensland, 2008), 
comprehensive and readily accessible training programs for disability support 
workers who work with this group are limited (McGhee & Dorsett, 2011). 
McGhee and Dorsett also state that there are currently no peer-reviewed 
studies that demonstrate links between the available training and sustained 
improvements in on-the-ground practices, and improved long-term wellbeing 
for this group. Wark et al. (2013) further argue that Australia’s foremost 
strategy for training disability support workers – the Certificate III or 
Certificate IV in disability services within the Vocational & Educational 
Training (VET)30 system – does not provide compulsory training for support 
workers in the area of ageing for people with a disability. As such, readily 
accessible, comprehensive and high-quality training programs for staff who 
work with this group are few, if not non-existent. In addition to the lack of 
widely available staff training, there are few Australian-based mechanisms for 
translating the considerable and growing body of research findings on 
intellectual disability and ageing to practice (S. Wark, personal 
                                                 
30 VET is a section of Australia’s tertiary system of education that provides accredited training 
in a range of workplace-related fields (Naidu, Stanwick & Frazer, 2013) including the disability 
and community service sectors. 
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communication, October 1, 2013). As such, there is a considerable gap 
between the knowledge being generated by researchers and that of the 
disability support community with regard to the support of older people with 
an intellectual disability.  
In summary, the problems experienced by disability services in their attempts 
to meet the needs of this group are considerable. Figure 2.1 summarises a 
range of funding, structural, systemic and human factors – presented from the 
service provider perspective – that were identified in this section of the 
chapter as impacting on attempts by disability services to respond to the 
needs of older service users. (I note, in particular, the lack of access to 
knowledge due to its relevance to the topic of this thesis.)  
 
 
Figure 2.1. Key factors impacting upon the capacity of disability services to 
support older service users. 
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While the literature often discusses the support to older people with an 
intellectual disability in terms of changing needs (see, for example, Bigby, 
2010b), disability services frequently experience support to this group as 
increasing support needs, that is, the intensification of effort by frontline staff 
to meet changing needs within the existing resource base. As disability service 
providers within Queensland are required under State legislation (DSAQ2006) 
to design and implement services in ways that meet individual service users’ 
needs and address multiple barriers to inclusion – such as ageing, indigenous 
heritage, and remote locality (Queensland Government, 2006, p. 27) – 
services committed to supporting older people must address these changing 
and increasing needs even when they do not have the resources to do so.  
Despite the potential impact of absorbing increasing demands on 
organisational viability, it is an undertaking that many disability service 
providers enter into, with researchers reporting that services committed to 
the ongoing support of ageing service users often do so from within existing 
resources (Bigby, 2008; Bigby, 2010a; Fyffe et al., 2006; Janicki, Dalton, 
McCallion, Baxley & Zendell, 2005). If service providers are unable to maintain 
this response,31 they may subsequently relinquish non-frail-aged people with 
an intellectual disability to residential aged care, an outcome which numerous 
researchers have identified as warranting concern (e.g. Bigby, 2010b; Bigby et 
al., 2008; Buys et al., 2012; Fyffe et al., 2006; Winkler et al., 2006).  
The spirit is willing but the system is weak: A disparity between intention 
and action 
In the face of multiple challenges experienced by disability services and the 
continued referral of older people with an intellectual disability to residential 
aged care (in instances where need exceeds service capacity), several 
researchers have commented on the committed nature of the support 
delivered by frontline staff to this group. In their study about the knowledge 
                                                 
31 Bigby (2008) suggests that such an approach to service provision is unlikely to be 
sustainable across large numbers of ageing service users. 
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and practices of support staff employed to work with people with both 
intellectual disability and dementia, Wilkinson et al. (2005) concluded that 
direct care staff “demonstrated high levels of motivation and commitment to 
supporting people with dementia to remain in their homes for as long as 
possible and preferably until their death” (p. 396). Fahey-McCarthy et al. 
(2009) drew similar conclusions about support staff employed to work with 
this group. Service managers also demonstrate strong intentions to support 
ageing in place, with Lin et al. (2011) reporting that 79 per cent of institutional 
managers in Taiwan agreed with a policy to support service users to age in 
place even though 91 per cent of them believed that services were currently 
not capable of operationalising such an approach. Both Lin et al. and Bigby 
(2008) conclude that, while frontline personnel are committed to supporting 
service users to age in place, macro-level systems are often not sufficiently 
developed or resourced to support these intentions. Without appropriate 
systemic support, people may be inappropriately transferred to residential 
aged care. Bigby (2010b) thus proposes that, while the disability sector has 
taken a leading role in responding to the needs of older people with an 
intellectual disability within the confines of significant limitations, broader 
policy-level responses are required to strengthen their efforts.  
Macro-level responses and the invisibilisation of older people with an 
intellectual disability 
With regard to the policy responses to this group of older citizens, Bigby 
(2010a) notes that – despite almost 30 years of research and advocacy on this 
issue – effective and widespread legislative, policy and systems-level 
responses have failed to emerge, either within Australia or internationally. In 
a comparative review of accommodation and support policies for older people 
with an intellectual disability across five countries (including Australia), Bigby 
(2010a) found that, overall, responses to the issue have been ad hoc and time 
limited in nature, and have not been driven by any clear policy framework. 
She concludes that all five countries have “failed to turn broad policy 
intentions into systematic strategies” (p. 8).  
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The most recent attempts at disability system reform within Australia have 
also neglected to adequately address issues of ageing for people with a 
disability generally. The recent and much-lauded AGPC’s Report on Disability 
Care and Support (AGPC, 2011b), while recognising the desperate need for 
reform of Australia’s disability system and recommending the development of 
a NDIS, failed to propose changes that adequately address the challenges 
evident in the support to people ageing with an intellectual disability and that 
counter the barriers to accessing appropriate ageing-related support for 
people with a disability (Wark et al., 2013). Thus the ageing of people with an 
intellectual disability has received relatively little attention within one of the 
most promising and broad-ranging opportunities for disability system reform 
since the deinstitutionalisation movement of the late twentieth century. 
Additionally, recent Australian disability and aged care reforms (see, for 
example, AGDSS, 2014; AGPC, 2011a, 2011b) have not resolved one of the 
most entrenched barriers to accessing ageing-related care for people with an 
intellectual disability, the federally-based aged-care/state-based disability 
divide. A person living in Australia who has a disability and also has ageing-
related needs may be eligible to receive support from either the disability or 
aged care sectors. He or she cannot generally access funding from both 
sectors (Bigby, 2002, 2008, 2010a, 2010b). Thus, for the purpose of securing 
formal support as an Australian ageing with a lifelong disability, individuals 
must choose whether they will be aged or disabled (Bigby, 2010b). This aged-
care/disability system of siloed support means that disability services 
committed to supporting this group through the later stages of life have few 
options but to “go it alone” (Bigby, 2008, p. 78).  
The relative invisibility of this group is also evidenced in Australia’s key aged 
care legislation, the Commonwealth Aged Care Act (1997) (Australian 
Government, 1997). While this legislation acknowledges that specific groups 
of disadvantaged Australians require focused attention with regard to the 
allocation of resources (such as people from Aboriginal and Torres Strait 
Islander or culturally and linguistically diverse backgrounds), it provides no 
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such acknowledgement of the particular vulnerability of people with an 
intellectual disability, some of whom have a notably shortened life 
expectancy32 and – as outlined earlier in this chapter – experience 
considerably greater social disadvantage than many of their non-intellectually 
disabled peers. Thus people ageing with an intellectual disability within formal 
disability services do so from a position of social invisibility and within a 
context of considerable resource, policy and knowledge constraints, along 
with no present expectation of improvement.  
Knowledge at the crossroads: The frontline 
response to older service users 
Without legislative, policy and funding mechanisms in place to facilitate 
appropriate levels of support to increasing numbers of Australians ageing with 
an intellectual disability, responding to the challenges of service provision to 
this group rests largely with the disability organisations continuing to address 
burgeoning need from within existing resources. One of the resources most 
essential to disability services is that of their frontline workforce. Employed to 
work at the coalface of service provision, disability support workers have the 
responsibility of assisting people with an intellectual disability to manage the 
broad-ranging tasks of living.  
Responding at the coalface: The disability support worker 
Disability support workers are central to the support of older service users 
living in accommodation and support services. As part of disability services’ 
                                                 
32 Bittles et al. (2002) reported that people with a severe-to-profound intellectual disability 
had a life expectancy of 58.6 years; people with a moderate intellectual disability could 
expect to live to 67.6 years; and people with a mild intellectual disability had a life expectancy 
of 74 years. This finding of lower life expectancy for people with a severe and profound 
intellectual disability is supported by Lavin, McGuire and Hogan (2006). Thus while Australians 
with a mild intellectual disability are living almost as long as their non-intellectually disabled 
peers, people with a severe-to-profound intellectual disability are likely to have some of the 
shortest life expectancies in the nation. 
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legislated obligations to support human rights and meet individual needs (see 
Queensland Government, 2006), support workers are employed to work 
closely with older service users in constructing the experience of everyday life, 
facilitating the ordinary tasks of living, and assisting them to realise their 
personal goals. As the crux of support to older service users, they represent 
an indispensable resource to disability services. Further, support workers are 
recognised within the literature as having considerable influence on the 
wellbeing of the people they support (e.g. Forster & Iacono, 2008; Mansell, 
1998, cited in Simmons & Watson, 1999; McVilly, 2007; Schuengel, Kef, 
Damen & Worm, 2010), with Cortis, Meagher, Chan, Davidson and Fattore 
(2013) and Mansell (1998, cited in Simmons & Watson, 1999) contending that 
the way in which frontline workers deliver support to service users is the key 
determinant of quality in support settings.  
While researchers recognise the importance of frontline practitioners to the 
support of older service users, the role itself is ambiguous and thus not easily 
delineated. Understandings of the support worker role tend to vary in 
accordance with the nature of settings in which practitioners work and the 
vast spectrum of needs they address (Health Workforce Advisory Committee 
[HWAC], 2006; Hewitt & Larson, 2007; Manthorpe, Martineau, Moriarty, 
Hussein & Stevens, 2010).  
National and international authors have, however, attempted to explicate the 
nature of disability support work. In New Zealand, the HWAC (2006) provides 
a broad explanation of the role, stating that: “support workers deliver a wide 
range of services to clients requiring lifelong disability support or older 
people, in residential facilities or private homes, based on individualised 
support plans” (p. 10). Hewitt and Larson (2007) further state that the role of 
support workers is complex, and requires skills and knowledge across a wide 
range of areas. Vassos and Nankervis (2012) similarly highlight the eclectic 
nature of the position, describing the disability support worker role as:  
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quite unique when compared to direct care roles in other human 
services areas; DSWs are often thought of as ‘a jack of all trades’ as their 
role involves supporting individuals with disabilities to live their day-to-
day life, which can include (but is not limited to) supporting people to 
maintain hygiene and health, use transportation, access the community 
and manage finances. (pp. 1780-1781) 
Manthorpe et al. (2010) conducted a review of the support worker position 
and state that frontline practitioners assist service users across many aspects 
of ordinary life, with this assistance situated foremost within the context of 
relationship: 
it would seem that at the heart of the support working role lies the fact 
that practical assistance in furthering service user independence is 
partnered with a befriending role, or at least a function wherein time is 
spent with the service user – time which apparently cannot be afforded 
by professionals. (p. 322) 
Thus the disability support worker role can be broadly conceptualised as 
assisting service users with an eclectic array of tasks within the space of 
everyday life, and that this assistance is embedded firmly within the 
relationship between worker and service user. It is a role that remains 
necessarily indefinite and flexible so that it can be adapted to suit varying 
circumstance and requirement according to individual need. 
As disability support workers represent the crux of frontline response in 
accommodation and support services, and their work directly impacts upon 
the quality of life experienced by older people with an intellectual disability, 
how workers engage the resources at their disposal represents a key element 
of any strategy to improve responses to this group. Knowledge is considered 
to be one of those resources. Relevant knowledge is recognised by some 
researchers as crucial in providing quality of life and care to ageing service 
users (Wilkinson et al., 2005), with Whitehouse, Chamberlain and Tunna 
(2000) stating that “the starting point for an effective service for older adults 
with learning disability is a good working knowledge amongst care staff of the 
38 
 
issues involved in ageing” (p. 150). Knowledge – as it is used by frontline 
practitioners – is fundamental to the support of older service users. 
Disability support worker knowledge 
Parameters of the literature review 
The final part of Chapter 2 commences the discussion about disability support 
worker knowledge, and identifies targeted explorations of their knowledge in 
relation to the support of older service users specific to the literature on 
ageing and intellectual disability. As addressed in Chapter 3 of the thesis, 
knowledge is a potentially broad and ambiguous concept and, as such, it was 
necessary to place parameters around the searches for studies. Searches 
across the ScienceDirect, Web of Science, ProQuest, PsychINFO, Social 
Services Abstracts, CINAHL databases, and the Google Scholar, Google, Scirus 
and Bing web search engines were therefore limited to those English-
language, peer-reviewed studies that explicitly identified support worker 
knowledge as either the purpose of the study, or as a key objective or theme 
within the title/abstract of the paper or the introduction to the book, thesis or 
chapter. As the support worker position is a relatively recent construction 
(see, for instance, Draper, 1990), I limited searches to dates after 1990, which 
corresponds with the era of legislated deinstitutionalisation for 
Queenslanders with a disability. I also note that older service users may have 
been described as having intellectual disability/impairment, learning 
disability/impairment, or developmental disability/impairment, and that 
disability support workers may have been referred to in a number of ways 
including ‘paid carers’, ‘caregivers’, ‘care staff’, and ‘staff in intellectual 
disability services’. 
There were several reasons behind my decision to include only those studies 
that focused on knowledge as a primary and declared research issue. First, 
knowledge is notoriously difficult to define33 and, as such, any number of 
                                                 
33 See the section Positioning Knowledge in Chapter 3 of the thesis. 
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social constructs may be interpreted as representing knowledge (see Dalitz, 
2005). Thus, while it may have been possible to derive an understanding 
about support worker knowledge from studies undertaken in the area of 
intellectual disability and ageing, I suggest that third-party determinations 
about what constitutes knowledge may be inappropriate: actual practice is 
influenced by a plethora of co-existing and intertwined factors extrinsic to the 
practitioner (see, for example, Lopez, 2006; Mansell, Beadle-Brown, Whelton, 
Beckett & Hutchinson, 2008) and assignations of knowledge made by a reader 
on the basis of support worker actions and service user outcomes may be 
inherently confounded and unreflective of the intentions of the researchers. 
So unless the authors interpreted a particular construct as knowledge, I did 
not do so. Second, many authors make brief reference to support worker 
knowledge and/or the need for training within the discussion and conclusion 
sections of articles.34 The purpose of these studies was not to investigate 
support worker knowledge per se; these articles were, therefore, not included 
in the review. Finally, limiting the primary review to studies that prioritise 
knowledge highlights the relatively scant degree of targeted attention paid to 
support worker knowledge within the literature on ageing and intellectual 
disability. 
I did, however, make a small number of exceptions to this framework. For 
instance, the study by Fahey-McCarthy et al. (2009) did not identify support 
worker knowledge as a focus within the article abstract; it did, however, 
structure the results section of the article around six key themes specific to 
support worker knowledge. I thus included this article in the discussion. I have 
also included a brief discussion about studies that conducted investigations 
into the training needs of support workers who work with older people with 
an intellectual disability (I note that the need for training implies gaps in the 
knowledge base of practitioners and that these studies/sections of studies 
were substantively focused on the knowledge needs of workers). 
                                                 
34 See the section Studies About the Training Needs of Workers in this part of Chapter 2. 
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Knowledge in service provision to people ageing with an 
intellectual disability  
Targeted studies about support worker knowledge 
A search of the literature on support to people ageing with an intellectual 
disability resulted in the identification of eight studies that focused in large 
part on the knowledge of disability support workers. The broad features of, 
and overall findings from, these studies are summarised in Table 2.1. Findings 
from the studies are presented in table format in order to: 1) contrast key 
features of the studies such as focus, methodology, number of participants, 
and key findings; and 2) facilitate a comparison of existing studies of support 
worker knowledge with the current study. Table 2.1 thus represents an 
analytical tool for identifying key themes regarding the nature of the existing 
research in this area, and gaps which are targeted by the current study. 
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Table 2.1  
Studies about Knowledge of Support Workers (SWs)35 who work with Older 
Service Users (SUs) 
Authors Aspect of 
SW 
know-
ledge  
Location of 
study 
Data collection 
method 
No. of 
participants 
Key findings and conclusions 
regarding support worker 
knowledge 
Fahey-
McCarthy, 
McCarron, 
Connaire & 
McCallion 
(2009) 
Advanced 
dementia 
& 
palliative 
care 
United Kingdom 
(UK) 
Focus groups 
57 
SWs identified a need for training in 
understanding dementia, caring for 
people with dementia, and 
understanding the role of palliative 
care for this group. 
Researchers determined that 
education for SWs in culturally 
appropriate practice regarding 
terminal illness and death was 
needed. 
SWs identified a need for improved 
skills in caring for a dying person. 
Knowledge needed included 
accessing palliative care, feeding, 
managing pain, and supporting the 
grief process. 
Furniss, 
Loverseed, 
Dodd & 
Lippold 
(2011) 
Dementia UK 
Interviews 
8 
SW knowledge was gained from 
formal training or work experience. 
SWs had a lack of information about 
dementia and how it would impact 
upon a person with Down syndrome, 
                                                 
35 The term ‘support worker’ (SW) has been used consistently throughout the table in order to 
eliminate potential confusion over broad-based terminology such as ‘staff’ and ‘carer’. 
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Authors Aspect of 
SW 
know-
ledge  
Location of 
study 
Data collection 
method 
No. of 
participants 
Key findings and conclusions 
regarding support worker 
knowledge 
particularly with regard to physical 
health. 
SWs saw a need for checking 
information to see how well it fitted 
with the individual service user. 
Hanna, 
Taggart & 
Cousins 
(2011) 
Cancer 
preven-
tion & 
health 
promo-
tion 
UK 
Questionnaires 
40 
Researchers reported that there 
were significant gaps in SW 
knowledge regarding the signs and 
symptoms of cancer, and risk factors 
for specific types of cancer (notably 
breast, stomach, prostate and 
cervical). 
Most SWs did not receive training in 
cancer prevention. 
SWs were unaware of the health 
histories of service user families. 
SWs needed training in healthy 
lifestyles and recognising early signs 
of cancer. 
Herron & 
Priest (2013) 
Mental 
health  
UK 
Questionnaires 
14 
SW knowledge about mental health 
needs of older SUs was poor. 
SWs believed their training in this 
area to be insufficient.  
SWs did not identify symptoms as 
early indications of dementia or 
mental health problems. 
SWs were aware of practical issues 
relating to mental health such as 
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Authors Aspect of 
SW 
know-
ledge  
Location of 
study 
Data collection 
method 
No. of 
participants 
Key findings and conclusions 
regarding support worker 
knowledge 
communication difficulties and 
diagnostic overshadowing.  
SWs were uncertain about how to 
apply knowledge. 
Current training does not address 
the mental health needs of older 
SUs. 
Whitehouse, 
Chamberlain 
& Tunna 
(2000)  
Dementia UK 
Questionnaires 
21 
SWs without training had the same 
level of knowledge about ageing as 
that of college students. 
SWs had difficulty identifying 
changes associated with dementia. 
SWs needed training that assists 
them to identify changes associated 
with dementia and how to work with 
people who have the illness. 
Wilkinson, 
Kerr & 
Cunningham 
(2005) 
Dementia UK 
Interviews 
Unclear36 
The overwhelming knowledge 
experience reported by SWs was one 
of floundering and reactivity. 
SWs identified a lack of knowledge 
and training about working with 
people with an intellectual disability 
and dementia. 
SWs learned how to support the 
older SU with dementia at cost to 
themselves, residents and the SU. 
                                                 
36 The number of support worker participants was not provided in the article. 
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Authors Aspect of 
SW 
know-
ledge  
Location of 
study 
Data collection 
method 
No. of 
participants 
Key findings and conclusions 
regarding support worker 
knowledge 
Practice-based and personcentred 
training increased SW confidence, 
the quality of support, and reduced 
stress levels. 
Ad hoc training resulted in 
inconsistent practice – inadequate 
training was viewed as worse than 
no training. 
Two key SW knowledge deficits were 
lack of recognition of the impact of 
environment, and detection and 
management of pain. 
D. S. Willis, 
Wishart & 
Muir (2010) 
Meno-
pause 
UK 
Interviews 
69 
Information tailored to the needs of 
women with intellectual disability 
and their carers is needed. 
SWs who have been through the 
menopause might be best positioned 
to explain the experience to SUs. 
Researchers found that knowledge 
of menopause was good. SWs, 
however, identified a need for 
training if explaining menopause was 
to be part of their responsibility. 
Wyatt & 
Talbot 
(2013)37 
Cancer UK 
Questionnaires 
324 
SWs had some knowledge of cancer 
but did not always apply known 
cancer prevention strategies. 
                                                 
37 These authors did not target the study towards older people with an intellectual disability 
but acknowledged that cancer was more likely to become an issue as life expectancy for this 
group had increased. 
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Authors Aspect of 
SW 
know-
ledge  
Location of 
study 
Data collection 
method 
No. of 
participants 
Key findings and conclusions 
regarding support worker 
knowledge 
SWs demonstrated knowledge about 
risk factors, detection and 
prevention strategies but declared a 
need to improve their knowledge. 
SW attitudes towards cancer were 
mixed. 
 
Overview of the studies 
There are a number of themes that can be drawn from these studies in terms 
of methodology, findings and broad conclusions. With regard to research 
design, I note that all eight studies were undertaken within the UK, were 
published relatively recently (within the last 14 years), and equally employed 
either survey (four studies) or qualitative methods (three studies employed 
interviews and one study used focus groups) to gather data from support 
worker participants. All of the studies concentrated on a specific aspect of 
support worker knowledge in relation to older service user health. Five of the 
eight studies targeted the area of mental health, with dementia as a particular 
focus. Further, all eight studies focused predominantly on the declarable 
content aspect of knowledge, that is, what disability support workers could 
articulate about what they knew and didn’t know about the issue under study. 
In summary, these studies were: undertaken within a relatively limited sphere 
of support (health) and location (the UK); employed primarily non-naturalistic 
approaches to exploring knowledge; and focused on knowledge as explicit 
content. 
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In general, each of these studies determined that the content of support 
worker knowledge was insufficient in some way. All authors concluded that 
support workers required more evidence-based knowledge, and/or reported 
that support workers self-identified a need for more information about the 
support of older people in relation to the specific area under study. Similarly, 
all studies identified training and/or the provision of evidence-based 
information to support workers as necessary or recommended for improving 
their knowledge base.  
While all of the studies recommended training and/or the provision of factual 
information, some researchers identified that practitioners had a reasonable 
or good knowledge of some aspects of the subject area (D. S. Willis et al., 
2009; Wyatt & Talbot, 2013). Interestingly, in both of these studies, support 
workers still identified the need for greater content knowledge about the 
subject being studied. While the studies did not specifically address the 
reasons for support workers’ apparent lack of confidence with regard to their 
knowledge base, there are several inferences that can be made about this 
pattern, four of which are proposed here. First, support workers may not 
experience their knowledge base as being adequate – several of the studies 
reported that participants identified receiving no or minimal training in the 
aspects of support being studied (e.g. Hanna et al., 2011; Herron & Priest, 
2013; Wilkinson et al., 2005). Second, support workers’ apparent lack of 
confidence in their knowledge base may reflect an awareness that their 
knowledge would, by expert standards, be assessed as inadequate and pre-
empted this evaluation by declaring their lack of knowledge and/or a need for 
training. Third, it may also indicate that support workers relied more on other 
forms of knowledge during support (for instance, their personal knowledge) 
and, as such, placed less importance on the acquisition of evidence-based 
information. On a more positive note, these findings may reflect support 
workers’ belief in the importance of improving their factual knowledge base. 
In any event, it appears that support worker participants were largely aware 
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that their existing levels of knowledge about targeted health issues for older 
people with an intellectual disability were deficient. 
 Supplementing knowledge content 
Interestingly, a number of the studies identified actions and attitudes by 
support workers that were not directly associated with knowledge, but were 
identified by researchers as relevant to the support of older service users. For 
instance, in the Herron and Priest (2013) study, the authors identified that, 
while support workers demonstrated deficits in their evidence-based 
knowledge about dementia and mental health issues (for instance, they were 
unable to adequately identify early indicators of dementia), they were aware 
of practical issues in the scenarios presented to them, such as obstacles to 
identifying mental health problems (namely diagnostic overshadowing and 
communication difficulties) and the need to refer older service users to 
appropriate professionals for assessment and treatment. As such, workers 
demonstrated an understanding of some of the complexities, practical tasks, 
and processes associated with encountering situations with which they had 
only minimal content knowledge.  
Additionally, three of the studies identified attitudes of staff that made 
valuable contributions to the support of older service users despite their lack 
of content knowledge. For instance, while Wilkinson et al. (2005) identified 
that staff lacked expertise in working with people with dementia, they also 
concluded that frontline workers were highly motivated and committed to 
support ageing in place despite the intensity of their workloads and emotional 
labour, feelings of burnout and guilt, a sense of floundering, and working 
around environmental barriers to support. Fahey-McCarthy et al. (2009) made 
similar observations about the high levels of dedication support workers 
demonstrated with regard to service users with dementia despite the 
considerable anxiety they experienced. These authors commented that “the 
researchers were in awe of the thoughtfulness and care offered by staff to 
persons with dementia, their peers, and their families” (p. 274). The Furniss et 
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al. (2011) study similarly highlighted the emotional contribution and personal 
costs associated with the support of older service users.  
In essence, all four of the studies (Fahey-McCarthy et al., 2009; Furniss et al., 
2011; Herron & Priest, 2013; Wilkinson et al., 2005) indicated that the content 
of knowledge (or lack of it) was supplemented by – or enmeshed with – other, 
non-content-specific inputs that contributed to the support of older service 
users.  
The broad conclusion of all of the identified studies was, however, that the 
knowledge base of workers was lacking in key areas relating to the health of 
older people with an intellectual disability and required improvement.  
Studies about the training needs of workers 
In addition to the above-mentioned research, a small number of studies have 
explored what service providers and support workers understand to be the 
training needs of frontline practitioners who support people ageing with an 
intellectual disability (see Gibson, 1991; Kultgen & Rominger, 1993; 
Robertson, Moss & Turner, 1996; Wark, 2010). These studies were 
undertaken in the USA, USA, UK and Australia respectively. All studies sought 
the perspectives of non-frontline service personnel; only Wark (2010) focused 
his study on the views of disability support workers themselves.  
Each of these studies canvassed perceptions about the knowledge gaps 
present in frontline services across a range of support activities. While there 
were evident differences in terms of the top five training priorities identified 
from each study (see Table 2.2), the five general themes of training needs 
identified by Wark (2010) – quality of life, medical issues, personal care issues, 
counselling support, and generic training issues – were relatively congruent 
across each of the studies (although I note that the theme of generic training 
issues was able to encompass the divergent array of topics identified by the 
researchers). Again, the findings of these studies are presented in table 
49 
 
format in order to facilitate a contrast between the core training needs 
identified. 
Table 2.2 
Highest Priority Training Needs within Services Providing Support to People 
Ageing with an Intellectual Disability 
Authors Top identified training needs (number of identified 
training items) 
Gibson (1991) The author contrasted the perspectives of health, 
ageing and intellectual disability services and 
determined that all three types of services believed 
they were least knowledgeable in the area of changes 
related to the neurological system (Unidentified). 
 
Kultgen & 
Rominger 
(1993, p. 243) 
The top five training priorities were identified as: special 
medical concerns, assessing individual service needs, 
age-related physical changes, age-appropriate program 
planning, and creative leisure activities (50). 
 
Robertson, 
Moss & 
Turner (1996, 
p. 94) 
The top five training priorities were identified as: 
communication, grief and bereavement, Alzheimer’s 
and Down syndrome, social support networks, age 
appropriateness, and leisure (34). 
 
Wark (2010, p. 
191)38 
The top five training priorities were identified as: 
person centred planning, medical management, 
understanding medication and its effects, 
understanding of changes associated with ageing, and 
quality of life management (final list of 26). 
 
                                                 
38 See also Wark et al. (in press). 
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In general, with the exception of Gibson (1991), each of these studies 
identified the need for training – in order to improve content knowledge, 
attitudes and skills – across a broad range of areas of support to older service 
users.  
Studies making peripheral comment on the knowledge base of workers 
The vast majority of studies on intellectual disability and ageing have not 
focused on the knowledge of support workers. Many studies about the 
support to older people with an intellectual disability do, however, offer brief 
comment with regard to the nature and adequacy of support worker 
knowledge and/or make recommendations regarding the training of frontline 
practitioners. Excluding the studies identified in Tables 2.1 and 2.2 of this 
chapter, aspects of support worker knowledge that were identified as needing 
improvement include: dying and end-of life care (Botsford, 2000a, 2000b; 
Kirkendall, 2009; Ryan et al., 2011; Todd, 2004; Tuffrey-Wijne, 2009; Wiese, 
Dew et al., 2012; Wiese, Stancliffe, Balandin, Howarth & Dew, 2012); 
accessing community services relevant to the needs of older service users 
(Webber et al., 2010); the normal and pathological ageing processes (Bigby, 
2004; Bigby et al., 2004; Webber et al., 2010); understanding ageing for 
people with an intellectual disability (Hogg et al., 2001); dementia care (Bigby, 
2004; Courtenay, Jokinen & Strydom, 2010; Janicki et al., 2000; Kalsy, Heath, 
Adams & Oliver, 2007); the association between specific intellectual disability 
syndromes and types of cancer (Hogg & Tuffrey-Wijne, 2008); cross-cultural 
knowledge (McCallion & Grant-Griffin, 2000); altering stereotypical attitudes 
towards ageing (Maes & Puyenbroeck, 2008); and mental health issues and 
needs (S.-A. Cooper, 2000).  
The publications referred to in the previous paragraph are by no means 
exhaustive of recommendations to improve support worker knowledge. They 
do, however, support contentions that: 1) knowledge is thought to be of 
crucial importance in generating positive outcomes for older service users 
but, to date, has received only minimal focused attention from researchers; 2) 
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the factual knowledge base of support workers who work with older service 
users is generally thought to be insufficient in relation to key aspects of 
support to this group; and 3) researchers in this area frequently conceptualise 
worker knowledge in terms of its empirical or declarable content. 
Imperfect knowledge and the implications of expectation 
As concluded earlier in this part of Chapter 2, the knowledge of support 
workers who work with older people with an intellectual disability is primarily 
viewed as being deficient in evidence-based content. While I do not argue 
that adequate and appropriate factually-oriented information is critical to the 
support of older service users, I suggest that current understandings about 
the nature and sufficiency of frontline practitioner knowledge are partial at 
best. I also contend that maintaining an orientation towards knowledge as 
‘factual deficiency’ is problematic on two main fronts.  
The first of these issues relates to one of the watershed moments of the 
twentieth century for people with an intellectual disability living in the 
developed world – deinstitutionalisation. The movement away from 
institutionalised living and the incumbent medicalisation of life (see Means, 
Richards & Smith, 2008; New South Wales Ministry of Health [NSWMH], 2012) 
to community living heralded a fresh opportunity for people with cognitive 
impairments to live ordinary lives39 alongside their non-intellectually disabled 
peers as part of the usual flow of society. This transition to ordinary life was 
facilitated by a predominantly new and largely uncredentialed workforce of 
disability support workers (Bigby & Atkinson, 2010)40 whose non-
                                                 
39 The concept of ‘ordinary life’ has become somewhat of a rallying point for allies of people 
with an intellectual impairment and one of the key frameworks employed in non-
institutionalised disability support. It implies being afforded opportunities to live one’s life in 
the same ways as non-disabled citizens, and is based on the constructs of citizenship and 
human rights (Simmons & Watson, 1999). The concept has been promoted through the 
theories of normalisation and social role valorisation (Kendrick & Hartnett, 2005), and is a 
term that is now widely used in both the academic (e.g. Burton & Sanderson, 1998; Clement 
& Bigby, 2008; Felce, 1999; Simmons & Watson, 1999) and grey literatures (e.g. Bonardi, 
2009; Mann, 2004; Whiteman, Mackay, McGhee & Upham, 2006) on intellectual disability. 
40 See also Iacono (2010) and Manthorpe et al. (2010) on the professional status of support 
workers. 
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professionalist orientation would shift the focus from a medical model of care 
to the pursuit of broader psychosocial goals that were made possible through 
the framework of community inclusion (NSWMH, 2012). They would work 
across the gamut of life experience with and for people with an intellectual 
disability (see Vassos & Nankervis, 2012) in non-specialist roles as part of the 
vanguard of ordinary life. As such, their role was one that reflected the social 
model imperative that the professionalisation of disability be overcome (see 
Oliver, 1990) and people with a disability have access to de-clinicalised, 
community-based support.  
Not long into the deinstitutionalisation movement, however, researchers 
began questioning the feasibility of ordinary life in community for people with 
an intellectual disability who also have high levels of medical need. B. Smith 
(1994) highlights the dilemma inherent in supporting non-medicalised, 
ordinary lifestyles while still meeting people’s basic right to good health care, 
and asks the question: “can very special needs of people with learning 
disability be met under ‘ordinary’ conditions?” (p. 140). Her question 
highlights the tensions that have existed – and evidently continue to thrive – 
in community-based service provision: how can ordinary life for people with 
an intellectual disability sit alongside the contemporary drive towards 
increasingly professionalist, risk-managed practice (e.g. Bonardi, 2009)?  
The dilemma of honouring both ordinary life and meeting specialist need 
interjects some fundamental dilemmas into the support of older people with 
an intellectual disability. As discussed earlier in this chapter, the support 
needs of many people ageing with an intellectual disability are often 
considerable, and will continue to provide challenges to frontline practitioners 
as the former group enter into some of the most challenging phases of life, 
particularly with regard to their physical and psychological wellbeing. The 
research findings indicate that practitioner knowledge is factually insufficient 
with regard to supporting older service users, and should incorporate – to 
some (as yet undetermined) degree – knowledge from a wide range of 
traditionally professional areas of expertise including palliative and end-of-life 
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care, mental health, dementia support, and medicine. Calls for workers to 
develop a broad-ranging base of professional knowledge present a number of 
conundrums regarding the formal support of people with an intellectual 
disability. Reframed as unanswered questions, these dilemmas include the 
following: Is it reasonable to demand that a largely uncredentialed workforce 
of disability support workers have the breadth of knowledge and expertise 
(even at elementary levels) typically associated with that of a wide range of 
credentialed professionals? If the answer to this question is yes, how will 
critically underfunded disability service organisations afford to pay and/or 
train this workforce?41 Could a drive towards professionalising the knowledge 
base of disability support workforce result in a movement back towards the 
medical models of support and institutionalisation of the past? If the 
knowledge of ordinary living is not sufficient to the task,42 what implications 
does this have for models of support for this group? And if we do not expect 
support workers to develop a broad body of evidence-based knowledge, what 
mechanisms can be put in place to ensure that frontline practitioners can 
address the wide-ranging needs of older people with an intellectual disability 
within a context of insufficient content knowledge? While not comprising the 
research questions for the thesis, the above-mentioned dilemmas have 
important implications for the ongoing support of older people with an 
intellectual disability within community, and demand ongoing critical 
reflection about one of the key drivers of contemporary community care 
practice – the professionalisation of the social care workforce (e.g. 
Duyvendak, Tnijn & Kremer, 2006; Malin, 2000). 
Thus while B. Smith (1994) states that there is clearly a need for both 
‘specialist’ and ‘ordinary’ service provision in the lives of people with an 
intellectual disability, what is not so evident is whether the knowledge base of 
a largely unprofessionalised workforce should reasonably and appropriately 
                                                 
41 Wark et al. (2013) state that disability service provider training budgets are limited. 
42 This seems a somewhat absurd proposition considering that most people without an 
intellectual disability survive reasonably well in contemporary society without becoming 
nurses, psychologists, doctors and gerontologists. 
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be expected to traverse both of these domains. In any event, it seems that, 
while the deinstitutionalisation of people with cognitive impairment replaced 
the visible knowledge artefacts of a medical model of support (professionals) 
with that of an uncredentialed group of workers, the expert orientation 
remains firmly entrenched in contemporary understandings about what 
knowledge base is best suited to the support of older people with an 
intellectual disability living in community-based settings: 
From patterns of generalised tolerance or superstitious abandonment of 
‘God’s less fortunate’ there gradually emerged an increasingly 
specialised and segmented array of medical and educational services, 
with each new class of experts claiming new knowledge and procedures 
to cure or control (or both) a specific category of ‘defectives, 
delinquents, and dependents’. (Ferguson & O’Brien, 2005, p. 4) 
The second challenge with regard to a predominantly generalist and explicit 
orientation towards support worker knowledge is that it tends to minimise 
other, potentially vital contributors to the knowledge base of workers. As 
outlined in Chapter 6, knowledge is frequently conceptualised as operating 
beyond notions of information and data, and often includes more nuanced 
understandings of knowledge such as tacit knowledge. While other disciplines 
have recognised the primary importance of these less explicit forms of 
knowledge in the workplace,43 the literature on knowledge with regard to the 
support to people with an intellectual disability has not generally done so 
(Reinders, 2010). As already discussed, the studies identified in this review 
have focused almost exclusively on the explicit dimension of knowledge. 
Reinders (2010), however, argues that tacit knowledge is intrinsic to the high-
quality care of people with an intellectual disability: it facilitates the 
development of functional interpersonal relationships between worker and 
service user, thus strengthening connection and insight into service users’ 
humanity and deep needs, and enabling support workers to make highly 
nuanced judgments in complex circumstances (see also Schuengel et al., 
                                                 
43 The concept of tacit knowledge is discussed in greater detail in Chapter 6 of the thesis.  
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2010). As Reinders (2010) argues, professional judgment based on this type of 
tacit knowledge, as is grown through relationship, is superior to that 
promoted through standardised tools: “no toolkit of evidence-based 
treatments will bring you the personal insight you need for getting it right” 
(Reinders, 2010, p. 34).  
Thus it appears that the current focus in the literature on knowledge in the 
support to ageing service users has resulted in the invisibilisation of practical, 
everyday, relationally based expertise and knowledge, and privileged 
dimensions of knowledge that are more positivist in orientation.44 In doing so, 
the literature has largely excluded consideration of the potentially valuable 
contributions of more humanised, nuanced and localised ways of knowing. 
While conundrums relating to the evidence-based orientation of current 
studies are not the specific focus of this study, they do provide a vehicle for 
highlighting some of the unique contributions this study makes to the 
literature on the knowledge of disability support workers who work with 
people ageing with an intellectual disability. These contributions are identified 
in the final section of the chapter. 
Positioning the current study relative to the academic 
literature  
As outlined previously, the lack of attention paid to the tacit knowledge of 
disability support workers represents a significant gap in the academic 
literature specific to the knowledge of workers who support older people with 
an intellectual disability. In addition to investigating the explicit knowledge of 
support workers, this research also explored the more nuanced aspects of 
knowledge – such as tacit knowledge – as they existed within the naturally 
occurring, ever-changing, everyday context of support. The current study thus 
makes a unique contribution to the literature on disability support worker 
                                                 
44 See the section entitled In Pursuit of an Epistemology of Practice in Chapter 3 for a 
discussion about positivist knowledge. 
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knowledge as a result of its attention to the broader, more holistic knowledge 
base of this frontline workforce. 
The study also enters into an area that has, as yet, not been directly targeted 
in the literature: contextual influences on support worker knowledge. As 
discussed earlier in this chapter, researchers frequently recommend the 
improvement of support worker knowledge. If, however, contextual 
influences have a significant impact on the use of knowledge regardless of its 
quality and sufficiency, then recommendations for training to improve 
knowledge (and, by implication, worker practice and outcomes for older 
service users) may have little effect. While this study makes no claim to 
determine direct links between contextual factors and their impact on 
knowledge, it does provide rich description and reflection with regard to the 
attempts by workers to engage knowledge within what were evidently 
complex, resource-deficient and ethically fraught environments.  
There are a number of additional contributions this study makes to the 
literature. Apart from the assessment of broad training needs undertaken by 
some researchers, studies have focused predominantly on the content of 
knowledge within a very specific area of support, that is, the health of older 
service users. As outlined earlier in this chapter, the health of older people 
with an intellectual disability is a key consideration in discussions regarding 
outcomes. It is important to note, however, that broader frameworks for 
wellbeing for older people generally encapsulate a range of life domains that 
extend beyond health.45 This study broadens the scope of explorations into 
disability support worker knowledge beyond the current research orientation 
(physical and cognitive health) into the broader collection of activities that 
comprise the everyday lives of older service users.  
Finally, most of the studies about worker knowledge in the support of older 
people with an intellectual disability have tended to assess support worker 
knowledge from a deficit perspective, that is, the identification of what 
                                                 
45 See the section People Ageing with an Intellectual Disability earlier in this chapter. 
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support workers don’t know about how to support older service users. While 
it is apparent that support workers who work with older people with an 
intellectual disability do not possess a thorough and extensive evidence-based 
knowledge base across such professional domains as physical and mental 
health, this study recognises that some disability services have been involved 
in supporting ageing service users for a number of years, and that knowledge 
of some form has informed workers’ practice. Given Reinders’ (2010) 
argument that tacit knowledge makes a valuable contribution to the support 
of people with an intellectual disability, I propose that these more intrinsic 
and, as yet, unexplored forms of knowledge may be of considerable benefit to 
older service users. In any event, this research explores support worker 
knowledge from a contributory (rather than deficit) perspective and, in doing 
so, offers a contrasting standpoint from which to view the ongoing viability of 
ordinary life in community for people ageing with an intellectual disability. 
In conclusion, this study expands the current focus of the literature by 
facilitating an understanding of worker knowledge that extends beyond 
existing conceptualisations of knowledge as declarable content, and explores 
the breadth and complexity of knowledge as it was used during most aspects 
of everyday support to older service users.  
Conclusion 
Chapter 2 of the thesis critically reviewed the academic literature 
underpinning the specific topic of the research: ageing for people with an 
intellectual disability and the knowledge used by frontline practitioners 
engaged in their support. The chapter first discussed key issues relating to the 
emergence of a unique and growing group of people with an intellectual 
impairment who are currently being supported within an under-resourced 
and unready disability service system. It then identified the absence of broad-
ranging policy and funding commitments to strengthen the systemic response 
to this group, and the growing trend for disability service providers to meet 
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the changing and increasing needs of older people with an intellectual 
disability from within existing resources.  
The chapter further argued that disability support workers – the workforce 
involved in constructing and delivering support to older service users – have a 
direct impact in the lives of these citizens, and that the resources they use 
warrant consideration in discussions about improving outcomes to this group. 
Knowledge was identified as one of the primary resources frontline workers 
have at their disposal.  
Chapter 2 then positioned the current study relative to the existing body of 
literature on knowledge in the support to people ageing with an intellectual 
disability. It identified how existing research in this area has focused 
predominantly on the explicit or evidence-based knowledge of frontline 
practitioners across a limited range of health-related aspects of older service 
users’ lives, or on workers’ broad training needs. These studies have generally 
conceptualised knowledge in terms of its empirical standing and/or declarable 
content, and have concluded that the knowledge base of support workers 
who work with this group is often deficient in these areas. The chapter then 
identified how this study expands beyond the current focus on practitioner 
knowledge as necessarily evidence-based and insufficient, and offers an in-
depth, naturalistic and broad-ranging understanding about the knowledge 
currently being used during everyday support. It does so within one of the key 
tensions experienced in the support of older people with an intellectual 
disability: the call to honour the ordinary life experience of older service users 
and assist them to age in place, while still providing them with the 
professional care and support needed to age well. In doing so, this research 
steps into a key gap in the academic literature with regard to current 
conceptualisations of support worker knowledge, and the use of that 
knowledge as it occurs at the juxtaposition of professionalist practice and 
everyday life within community. 
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In conclusion, Chapter 2 highlighted some of the entrenched complexities that 
face disability support workers in their support of older service users, and pre-
empts later discussions in the thesis about the challenges imposed on the 
construction and use of frontline knowledge as a result of the real-life 
demands of context. It also suggests a need for workers to operate a 
sophisticated body of knowledge that can assist them with navigating a sea of 
tensions that include: managing multi-faceted and unanticipated need; 
increasing demands within a context of few resources; and assisting older 
service users to live ordinary lives within an increasingly professionalist 
orientation to practice.  
This backdrop to the study is followed by Chapter 3 which presents the 
conceptual framework for the research along with an understanding of 
‘knowledge’ as it was employed during the study. 
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Chapter 3 
 
Conceptual framework of the 
research  
 
 
Introduction 
Crotty (1998) states that every research undertaking requires a strategy 
appropriate for addressing the aims of the research. As part of this design, he 
recommends that the conceptual framework of a study be anchored in four 
key domains: 1) epistemology (the nature of knowledge); 2) theory (the 
philosophical stance); 3) methodology (the research strategy); and 4) methods 
(techniques and procedures employed to gather and analyse data). Chapter 3 
explores the first three of these domains,46 along with the conceptualisation 
of knowledge (specifically its broad positioning and use during data 
collection), and discusses how the research design contributed to the 
exploration of knowledge used in the support to older people with an 
intellectual disability.  
Employing the qualitative research paradigm 
This study explored the knowledge of disability support workers using the 
qualitative paradigm, an approach to research that enables the construction 
of an in-depth, multi-faceted and sophisticated understanding of social 
phenomena (Ezzy, 2006). The qualitative approach to inquiry is fundamentally 
naturalistic in orientation, with the researcher enacting material and 
                                                 
46 The fourth domain – research methods – is discussed in Chapter 4. 
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interpretive practices to study people’s ordinary engagement with their 
worlds, and make those worlds visible to outsiders (Denzin & Lincoln, 2000).  
Qualitative approaches to exploration typically invite data to inform theory 
(Ezzy, 2006) and, as such, the primary approach to understanding the data in 
this study was induction. However, as Hyde (2000) argues, researchers 
undertaking qualitative, quantitative and/or mixed methods research typically 
employ both inductive and deductive reasoning (see also Babbie, 2010; Ezzy, 
2006). Employing this approach allowed me to continually test the data 
against the study’s conceptual framework, research question and objectives, 
and against the key themes under development, thus allowing for a bottom-
up (inductive), top-down (deductive) interplay between data and guiding 
frameworks in accordance with the iterative analysis typically required by the 
ethnographic methodology (LeCompte & Preissle, 1994).47  
In support of my overall objective to conduct an in-depth and naturalistic 
study into the knowledge used by disability support workers, I chose the 
following framework: constructionist epistemology; interpretivism and 
theoretical bricolage; ethnographic methodology; and a range of methods and 
techniques that strengthened the constructionist, bricolage and ethnographic 
framework. Figure 3.1 provides a visual representation of the conceptual 
framework for the study.   
                                                 
47 This process is described in Chapter 4 in the section entitled Data Analysis and Research 
Rigour. 
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Figure 3.1. The conceptual framework for the study. 
Epistemology and the social construction of 
reality 
Epistemology is the theory of knowledge that guides the selection of theory, 
methodology and methods, and is an important consideration in research 
design (Crotty, 1998). The current study explored the research question from 
the constructionist standpoint, one of the primary epistemologies employed 
in qualitative research (Crotty, 1998). Constructionism offers a relativist 
ontological view of the world, arguing that truth and reality are not 
discovered but are constructed by their human operators: “all knowledge, and 
therefore all meaningful reality as such, is contingent upon human practices, 
being constructed in and out of interaction between human beings and their 
world, and developed and transmitted within an essentially social context” 
(Crotty, 1998, p. 42).  
METHODS & TECHNIQUES                
See Chapter 4 
METHODOLOGY                    
Ethnography
THEORY                                  
Interpretivism & theoretical bricolage 
EPISTEMOLOGY               
Constructionism
RESEARCH PARADIGM           
Qualitative inquiry
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Constructionism further posits that phenomena are best understood through 
the human experience of them, and that all experience is contextually 
situated. As such, ‘pure truth’ does not exist and no single position or 
perspective represents reality more accurately, or has more value, than any 
other (Patton, 2002). Since multiple realities are constructed rather than 
discovered, a claim to knowledge is more about a claim to power than it is 
about the establishment of truth (Haraway, 1996). Constructionism thus 
makes room for analyses that critique assertions of knowledge superiority, a 
point which is relevant during later discussions in the thesis about the 
subjugation of local ways of knowing by privileged systems of thought. 
The epistemological framework of a study is typically complemented by 
theoretical perspectives that assist with interpreting and understanding the 
data (Crotty, 1998).  
The theoretical framework: Using formal and 
informal theory in analysis 
All knowledge is underpinned by known, and often unknown, systems of 
thought that shape its nature and growth. Knowledge is, therefore, neither 
theory-free (J. K. Smith & Deemer, 2000) nor value-free (e.g. Berg, 2007; 
Carrier, 2008; Longino, 2004; Machamer & Wolters, 2004; Maynard, 2004). As 
the construction of knowledge is inevitably influenced by perspective, it is 
important to articulate the theoretical lenses through which that knowledge 
was produced (Walter, 2006b).  
My approach to the engagement of theory in the study recognised that 
knowledge production is shaped by both informal (implicit or personal) and 
formal (explicit or recognised) systems of thought. I thus used theory in two 
main ways. First, I adopted interpretivism to reflect the role of implicit theory 
use by all human actors involved in the study. Second, where specific formal 
theory enriched my understanding of phenomena and demonstrated 
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congruence with participants’ interpretations of their experiences, I 
incorporated these perspectives into discussions about the findings using an 
approach known as theoretical bricolage. Both approaches to the use of 
theory are described in the following two sections. 
Interpretivism 
Interpretivism48 recognises the role of informal or implicit theory in 
understandings constructed about the social world. This theoretical 
perspective rejects positivist understandings of reality, and proposes that 
researchers cannot understand the reasons behind social phenomena without 
first understanding the actors’ own interpretations of them (Hammersley, 
2012). Interpretivism is compatible with constructionist epistemology in that, 
like constructionism, it is relativist in nature and operates from the standpoint 
that no two human beings understand the world in exactly the same way 
(Crotty, 1998).  
Interpretivism is, therefore, fundamentally concerned with meaning 
(Schwandt, 2000) and the understanding – verstehen – of the social world 
through the human experience of it (Hammersley, 2012). According to 
Schwandt (2000), interpretivism contends that human action can only be 
understood in terms of the intentions of the actor, and the context in which 
the person and action are located. Further, every understanding of the world 
is inevitably shaped and constrained by the mind that conceives it: 
As creatures of the world, we are oriented to it in a way that prevents us 
from grounding our theories and perspectives outside of it. Thus, 
whether we like it or not we are all destined as interpreters to analyze 
from within its boundaries and blinders. (Kincheloe & McLaren, 2002, p. 
97) 
                                                 
48 Interpretivism is sometimes understood to be epistemological rather than theoretical in 
nature (see, for example, Peile, 1994). In this study, I understood the nature of knowledge to 
be constructed (epistemology) but the experience and understanding of knowledge as 
interpreted (theory). As such, I am using Crotty’s (1998) framework of interpretivism as 
theory rather than epistemology.   
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I note that interpretivism has been advanced by a number of authors.49 
Rather than select a specific interpretivist philosophical perspective from 
which to view the data, I have instead employed the broad meaning of 
interpretivism: human action is best understood by the human actor. I note 
that Ellem (2010) also adopted a generalist approach to the use of 
interpretivism in her study of the life stories of ex-prisoners with an 
intellectual disability in order to prioritise participants’ perspectives and their 
involvement in the construction of findings. In this study, interpretivism 
similarly acted as the broad theoretical lens through which I acknowledged 
the inevitability and central importance of meaning-making by participants, 
and the imperative to prioritise the perspectives of the people best positioned 
to understand and comment: those who have lived the experience.  
In line with my intention to privilege the everyday experience, the choice of 
interpretivism as the primary theoretical position was guided by some of the 
more engaged contributors to the study. As discussed in Chapter 4,50 I often 
involved participants in discussions about the nature of qualitative research. 
As they began to understand that my task was not primarily a fact-finding 
one, several of them began talking with me about the interpreted nature of 
the findings. They understood that, ultimately, their individual contributions 
and expressions of meaning would be filtered through my own situated 
efforts to construct the coherent story. So as participants highlighted the 
relativist nature of the research undertaking to me, they were instrumental in 
the selection of interpretivism as the key theoretical perspective for the study.  
The use of interpretivism also demanded that I consider the role of my own 
implicit theories and interpretations as a ‘person in context’ and co-
participant, and as someone who had the responsibility for constructing the 
emic-etic perspective required by ethnography.51 I was continually aware that 
                                                 
49 I note Dilthey’s (1996), Heidegger’s (2012/1994), and Gadamer’s (1989) contributions to 
interpretivism and its ancillary – hermeneutics. 
50 See the section entitled Growing the Participant-Researcher Relationship. 
51 See Ethnographic Methodology: Embodying the Research in this chapter. 
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my own contributions about events, activities, people and settings 
represented acts of interpretation: as researcher, I was no less to prone to the 
meaning-making endeavour than were participants (see Devereux, 1967). My 
personal and professional preferences, prior decision-making, and on-going 
acts of meaning-making played key roles in determining the course of the 
research voyage. And while the tool of researcher reflexivity52 assisted me 
with both interpreting the worlds of participants and bringing many of my 
own hidden biases and values to consciousness, it could not eliminate a 
lifetime of theory-laden thinking. Interpretivism thus enabled me to 
acknowledge the inevitability of my own influence on the construction of 
findings and served as the conduit through which assignations of meaning by 
the human actors in the settings were prioritised. 
Theoretical bricolage 
The second of the theoretical lenses through which I viewed the data relates 
to the adoption of formal, or recognised, theory to explain phenomena, and 
acknowledges that no single perspective, model or philosophy could account 
for the complexity I encountered during field work. Maffesoli (1996) refers to 
this multiplicity of influence as the “polydimensionality of lived experience” 
(p. 152). He states that knowledge is not primarily about power, meaning, 
values, culture or any other human experience because it is inevitably about 
all of them. Emphasising a single theory thus privileges one aspect of 
knowledge over another in its own form of moralism (Maffesoli, 1996), and 
produces only a partial picture of the complex and nuanced experience 
people have of knowledge as they engage with it in their social worlds. 
a theory of knowledge which accepts that the structural incompleteness 
of sociality implies intellectual incompleteness. We can therefore use a 
plurality of approaches of all kinds to elaborate as accurate a description 
as possible of a given moment and space. A reflexive patchwork is not 
the worst way to interpret a specific society; the free spirits who 
                                                 
52 See Managing the Forces of Self: Self-Consciousness and the Reflexive Turn in Chapter 4. 
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attempt to break down disciplinary barriers and definitions are all 
agreed that fluid analysis, multiple references and sources of 
information are the best way of looking at the vital flow we are trying to 
interpret. (Maffesoli, 1996, p. 145) 
This eclectic approach to the use of theory is referred to by some researchers 
as “theoretical bricolage” (e.g. Shallcross, 2008, pp. 31-33). Like a patchwork 
quilt maker, filmmaker, or improvisionist jazz musician, the researcher works 
on a creation that, while in pieces, appears chaotic and disjointed but finally 
blends into a coherent framework that reflects complexity and “a meaningful 
emotional whole, as if in a glance, all at once” (Denzin & Lincoln, 2000, p. 5). 
Adopting a bricolage approach enables the researcher to select a range of 
theories that, individually, may not adequately explain the diversity inherent 
in the findings but when used in concert, contribute a rich understanding of 
the setting. I thus decided to embed a variety of theory and literature 
throughout the discussion sections of Chapters 6, 7, 8 and 9 where recognised 
perspective resonated deeply with the social world in which I was immersed 
and workers own interpretations of their experiences. It was, therefore, an 
approach that prevented me from subjugating local voices to dominant, 
recognised knowledge, and forcing the data through a single theoretical lens.  
The study thus employed both informal and formal theory in a reflexive and 
pluralistic way that supported my ethical commitment to be faithful to the 
human actors and their contributions (Schwandt, 2000); acknowledged the 
inevitability of researcher interpretation in the final product (see Devereux, 
1967); and added richness and depth to participant contributions. Thus 
diverse theory (theoretical bricolage) contributed to, rather than overrode, 
participants’ understandings of their social worlds (interpretivism).  
Figure 3.2 depicts the prominent theories comprising the theoretical bricolage 
described in this section of the chapter. Apart from the portrayal of social 
constructionism, interpretivism and bricolage as the broad conceptual 
platform for the research, theories and models depicted in Figure 3.2 do not 
 69 
 
represent any particular order, strategy or hierarchy of use within the thesis. 
They simply reflect their incorporation into findings and conclusions 
presented later in the thesis.  
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Figure 3.2. Theoretical bricolage in the study.  
Tacit knowledge 
(Polanyi, 1958, 1966, 1969) 
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In essence, the theoretical perspective was congruent with that of the 
epistemology for the study: that knowledge is made not discovered, and 
cannot escape the influence of those who construct it. 
Ethnographic methodology: Embodying the 
researched 
Understanding ethnography 
This study was undertaken using ethnography, one of the primary 
methodologies used in qualitative research (Babbie, 2010; G. Jones, 2006) and 
in studies adopting a constructionist epistemological standpoint (Crotty, 
1998). Ethnography originates from the field of cultural anthropology (G. 
Jones, 2006) and “takes as its central and guiding assumption that any human 
group of people interacting together for a period of time will evolve a culture” 
(Patton, 2002, p. 81). Through the incorporation of methods such as 
participant observation and interviewing, this methodology provides a vehicle 
for the researcher to become the learner (Liamputtong, 2009), immersing 
herself in the everyday worlds of participants and exploring those worlds from 
the insider, or emic, perspective (G. Jones, 2006; Jorgensen, 1989).  
ethnography is then defined as an open-ended emergent process of 
learning episodes that is facilitated through iterative processes of 
continual observations, asking questions (interviewing), making 
inferences, and continuing these processes until those questions have 
been answered with the greatest emic validity possible. (Whitehead, 
2005, pp. 6-7) 
The ethnographic account is constructed out of the researchers’ engagement 
with self and with other. Data is not solely located ‘out there’ with 
participants but through the embodiment of the research experience itself: 
the researcher’s senses, emotions and hunches all play a role in making sense 
of the foreign world in which she finds herself. According to Madden (2010), 
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“a good ethnographer will use their whole body as an organic recording 
device” (p. 19). The researcher must engage the ethnographic gaze in 
systematic and targeted observation, nurturing the insider (emic)-outsider 
(etic) tension from a negotiated place within the culture (Madden, 2010). 
Finding this space and immersing oneself into the world of participants over 
lengthy periods of time allows for the exploration of culture at much deeper 
levels than are afforded by other methodologies. By getting under the 
surface, “ethnographers can reach a better understanding of the beliefs, 
motivations, and behaviors of their subjects than they can by using any other 
method” (Tedlock, 2000, p. 470).  
The artefact of ethnography is neither subjective nor objective, anchored in 
neither self nor other, but represents an interpretation that mediates two 
worlds – the emic and the etic – via a third: the researcher experience (Agar, 
1986). Evolutionary in its construction (Madden, 2010), the final product of 
reflective ethnography does not offer a systematic review and contrast of all 
of the features of the environment or the people involved in a study in order 
to contribute definitive conclusions, but contributes the embodied and storied 
reality via convincing narrative that transports the reader into a vicarious 
experience of the setting (Madden, 2010). It is this more reflective and 
descriptive approach to reporting ethnographic findings that is employed 
within the thesis. 
Contribution of ethnographic methodology to the study 
In addition to providing me with a strategy appropriate to addressing the 
research question and objectives in an in-depth and naturalistic way that was 
congruent with relativist constructionist epistemological and interpretivist 
theoretical perspectives, ethnography also positioned me well for conducting 
the study from a number of standpoints.  
Not long after commencing field work, I discovered that many support 
workers had a deep mistrust of outsiders (such as professionals and 
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administrators) whom they perceived to be merely dabbling at the periphery 
of their worlds, telling them what to do without bothering to understand what 
they really did on a day-to-day, moment-to-moment basis. Attempts to gather 
information from or about workers by their employing organisations were 
often seen as vainglorious (support worker, Catherine, told me: “they give us 
these surveys to fill in, wanting to know if we think the quality system is 
‘perfect’, ‘fabulous’, ‘amazing’ or ‘great’”) or disingenuous (“they’re just here 
to find fault,” said Stella). Ethnographic methods provided workers with 
opportunities to tell their stories and showcase their skills, and enabled me to 
demonstrate an authentic commitment to finding out what the support of 
older people with an intellectual disability meant for them personally and 
collectively. This act of prolonged engagement was noticed and appreciated 
by a number of workers, with several participants expressing incredulity that 
someone would want to spend three years of her life studying them. 
Ethnography thus represented a highly ethical and minimally exploitative 
approach to studying an unvalued workforce.53  
The ethnographic experience also enabled me to capitalise on a range of 
unforeseen opportunities to explore both overt and covert forms of 
knowledge as they were used within their ordinary, daily context, and to 
develop an understanding of knowledge use during support in the most 
embodied of ways – by being present and doing it myself.  The employment of 
in-depth methodology enabled the investigation of aspects of support worker 
knowledge that are not easily explored using the more controlled data 
collection techniques common to quantitative investigation: learning what 
people know can, in part, be achieved through tests and questionnaires. It is 
unlikely, however, that research strategies requiring structured responses 
(such as surveys54) can render more implicit ways of knowing explicit: people 
                                                 
53 Support worker Cynthia told me that frontline staff were treated by some individuals within 
the administrative arm of her employing organisation as though they were little more than 
“shit kickers”. 
54 See Walter (2006a) for a discussion about the weaknesses of survey methods and data. 
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are not always aware of the knowledge they use (Polanyi, 1958, 1966, 1969) 
and the methods they use to construct it (Zuhle, 2012). I found that it was 
through my own prolonged involvement in the support environments and the 
engagement of qualitative techniques discussed in Chapter 4 that some of 
these hidden aspects of knowledge and its use were brought to light. As such, 
the naturalistic approach was eminently suited to the gathering of in-depth 
and naturalistic data about what was one of the most difficult-to-explore 
aspects of support worker knowledge.  
Finally, the academic literature supports the use of ethnography in ventures 
that have features in common with the current study. Ethnography is 
increasingly being used to study the behaviour patterns, beliefs and standards 
that comprise organisational culture and influence how people interact in 
workplaces (see Babbie, 2010; Patton, 2002; Schein, 2010) and/or institutional 
or bureaucratised contexts (e.g. Campbell, 2006; Campbell & Manicom, 1995; 
DeVault & McCoy, 2006; D. E. Smith, 1987, 1990a, 1990b, 2006; G. W. Smith, 
1990, 1995); has been employed in explorations of disability-based 
accommodation and support services (e.g. Croft, 1999; De Waele & Van Hove, 
2005; Hamilton, 2011); and has also been used to explore knowledge in a 
variety of contexts (e.g. Dalitz, 2005; Beaulieu, 2010). This methodology was, 
therefore, well suited to a study about the knowledge used by frontline 
workers employed to work within disability-based supported accommodation 
services.   
Positioning knowledge 
The nature of knowledge and the degree to which it is perceived as 
representing truth has been extensively theorised about, debated and 
explored from within a range of disciplines and from myriad standpoints since 
the time of Plato (Johnston, 1998). This considerable and ongoing attention 
has generated both vast eclecticism and definitional variability, with Merton 
(1968) stating that knowledge has been “so broadly conceived as to refer to 
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every type of idea and every mode of thought ranging from folk belief to 
positive science” (p. 521), and Spender (2005) concluding that there is no 
single, all-purposeful definition of knowledge, nor are we ever likely to come 
up with one (see also Dillon, 2005/2002; Siemens, 2006).55 Knowledge – as it 
is understood across the breadth of human experience – remains open to 
diverse interpretation and definition.  
While I acknowledge the tensions associated with defining knowledge, it is 
important that I clarify how this concept was understood and employed 
during the research. Because knowledge represents considerable diversity, 
and because my conceptualisation of frontline knowledge evolved continually 
throughout the study, my approach to clarifying knowledge at this early stage 
of the thesis is to position rather than define it. Thus instead of providing a 
definition of knowledge that presupposes stability and yet began shifting the 
moment I engaged in field work, I offer an understanding of knowledge as it 
reflected the starting point for my investigation. This initial position is 
expanded upon throughout the findings and conclusion chapters of the thesis 
in keeping with the constructionist and interpretive nature of the study, with 
theory and literature incorporated into the discussion as they align with my 
evolving understanding.  
This part of Chapter 3 thus aims to situate knowledge within a current 
epistemological climate of positivist-relativist dualism. It discusses knowledge 
in terms of its ontological and epistemological underpinnings, and highlights 
some of the tensions these epistemologies offer for a knowledge based in 
practical, everyday action. It then goes on to present a working 
                                                 
55 Simplistic, dictionary-based delineations of knowledge assist with clarifying the meaning of 
the word as it is used within a particular language and culture. For instance, Oxford 
Dictionaries (2013, paragraphs as indicated) defines knowledge as: “facts, information, and 
skills acquired through experience or education; the theoretical or practical understanding of 
a subject” (1); “the sum of what is known” (1.1); “information held on a computer system” 
(1.2); “true, justified belief; certain understanding, as opposed to opinion” (1.3); “awareness 
or familiarity gained by experience of a fact or situation” (2); and “sexual intercourse” (3). This 
definition facilitates a point of common understanding but is clearly unable to encapsulate 
the broad and deep meanings attributed to knowledge over the many centuries of debate 
and use. 
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conceptualisation of knowledge as it was applied during the initial and very 
practical tasks of field work. 
In pursuit of an epistemology of practice 
As already discussed, the focus of this thesis is knowledge as it was enacted in 
the everyday support of older people with an intellectual disability. My 
attention was on knowledge as the foundation of human action (Burr, 1995; 
Dalitz, 2005; Gadner et al., 2004; Schön, 1987; Stehr, 2007; Stehr & 
Grundmann, 2005), and I viewed knowledge as the platform that underpinned 
worker practice. This position was underpinned by Stehr’s (2007) assertion 
that the value of knowledge lies not in its claim to ownership of fact or 
thought but in its ability to generate action: 
Knowledge is no longer simply a means of accessing, of unlocking, the 
world’s secrets but itself represents a world in the process of coming 
into being – a world in which in all spheres of endeavour knowledge is 
increasingly becoming both the basis and the guiding principle of human 
activity. (p. 37) 
My interest was, therefore, on understanding knowledge as it could be used 
by workers to affect the lives of older people with an intellectual disability. 
This pursuit of a unitary knowledge of practice was, I soon realised, a naïve 
one, with my foray into the literatures on knowledge replete with reminders 
about the dichotomous nature of knowing.    
Epistemological warfare: Finding a place for positivism and relativism in 
everyday life 
Knowledge is often conceptualised as belonging within two key domains of 
epistemology (Peile, 1994; Stehr & Grundmann, 2005): positivism (also known 
as empiricism or science) and relativism (or interpretivism or 
constructionism). The first of these understandings, positivism, arose during 
the Enlightenment in response to the dogmatism and authoritarianism of 
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revealed knowledge (see Crotty, 1998; Popper, 2005/1956), and proposes 
that knowledge must represent an accurate depiction of the world (Benton & 
Craib, 2001; Crotty, 1998). This form of knowledge is supposedly divorced 
from human influence via the rigorous application of objective, transparent 
and systematic procedures (the scientific method), and thus results in the 
discovery of accurate, universal, explicit and unambiguous truth (see Crotty, 
1998; Marlor, 2010; Popper, 2005/1956).  
Application of the scientific method has resulted in an enormous body of 
factual knowledge and extensive technological achievement (Crotty, 1998; 
Mick & Fournier, 1998) that has improved the human condition across a broad 
range of domains, including life expectancy (Bunker, 2001). The considerable 
benefits provided by the empirical approach contributed to the ascendancy of 
positivist epistemology within the last three hundred years, eventually 
replacing religious knowledge as the state-sanctioned way of knowing in 
contemporary Western culture. As such, science replaced one form of 
presumably superior, universal knowledge with another, producing what 
Freyerabend (1975) refers to as the “church of ‘critical’ rationalism” (p. viii). 
Despite the widespread promotion and growing dominance of scientific 
knowledge within contemporary culture, this systematised strategy for 
knowledge production is recognised as failing to accommodate other, less 
measurable and transparent forms of knowledge. Positivism, for instance, 
does not address such existential matters as ‘meaning’ (Collins & Evans, 2007) 
and is therefore limited in its ability to explain a vast range of fundamentally 
subjective aspects of the human experience, such as disadvantage, ethics and 
justice. The meanings attributed to these experiences have instead been 
explored within the relativist domain, an epistemology which makes room for 
all understandings of lived experience, and positions knowledge amidst 
multiple realities made by human beings (Benton & Craib, 2001; Crotty, 1998). 
Relativism is, as such, an epistemology of diversity.  
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Implications for a knowledge of practice 
While both positivism and relativism make important ontological 
contributions to understanding the world, both positions have been heavily 
criticised for their lack of contribution to a practicable, actionable paradigm of 
knowledge. Positivism and its offshoots have been critiqued for a range of 
reasons including their: failure to deliver answers to real-world problems 
(Masters, 1993); unanticipated consequences of applying standardised 
knowledge across widely varying contexts (Schön, 1983; Stehr, 2007); the 
subjugation of non-scientifically derived ways of knowing (Broom & Tovey, 
2012; Foucault, 1980; McIntosh, Dulson, Bailey-McHale & Greenwood, 2010; 
Rose & Gidman, 2010); unrealistic claims regarding the objectivity of the 
scientific process (Freyerabend, 1975; Knorr-Cetina, 1981; Polanyi, 1958); the 
vulnerability of scientific knowledge to paradigmatic upheaval (Kuhn, 1970); 
and the extraction of the human from the practice of social care (Butler & 
Drakeford, 2005). Relativist understandings of knowledge have been critiqued 
for other reasons including: the destruction of a shared standard for 
evaluating the worth of knowledge (Groff, 2004; Hacking, 1999; Longino, 
1993, 1996; Masters, 1993; Schwandt, 2000); imposing a socially deterministic 
understanding of knowledge at the expense of unique individual contribution 
(Dant, 1991; Mannheim, 1936; Masters, 1993); and the negative influence 
unscientific knowledge – such as bias, unacknowledged values, and defensive 
routines – may have on progress (Argyris & Schön, 1974, 1996; Benton & 
Craib, 2001; Sternberg, 1999). 
This dichotomy of epistemology generates significant challenges for an 
understanding of the nature of knowledge that can operate fluidly across both 
the scientific and the experienced, and transcend the long-standing dilemma 
about which knowledge base should underpin the practice of human service 
practitioners such as social workers (Nothdurfter & Lorenz, 2010). As Peile 
(1994) argues, over-investment in a dualistic conceptualisation of knowledge 
has contributed to a polemist epistemological stalemate (see also Breton, 
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2007) that resists attempts to synthesise the two positions into a recognised 
alternative. The tensions inherent in the positivist-relativist divide have 
translated to the workplace context, where professional knowledge has 
typically been conceived as dichotomies of “theory and practice, public 
knowledge and personal knowledge, propositional knowledge and process 
knowledge, analytic and intuitive thinking” (Eraut, 1994, p. 19), and 
knowledge within organisations as co-existing codified (explicit) and personal 
(tacit) knowledge (see Durant-Law, 2012; Mládková, 2012; Nonaka, 1991; 
Nonaka & Takeuchi, 1995; Windeknecht & Delahaye, 2004). 
Epistemological rigidity poses problems for conceptualising knowledge as it is 
used in the everyday working lives of practitioners because knowledge is not 
operated with such polarity, a point acknowledged within the pragmatist 
position: 
[Pragmatists] argue that it is the spectator theory of knowledge – with 
its stark cleavage of the knower from the known – that must be 
abandoned. They construe knowledge not as an ethereal and 
otherworldly reflection of the world but as a constituent feature of it. 
The acquisition of knowledge thus consists not in transcending history 
to develop what Rorty (1980) called a mirror of nature but, less 
ethereally, in developing habits and practical skills that promote the 
good of the individual and society....We must increasingly appreciate 
the need to naturalise our regard for our own epistemic bearings, 
locating them empirically in the historical legacy of our craft and in our 
worldly aspirations for that craft, rather than the otherworldly realm of 
a putatively transcendental analytical logic. (Beart, Weinberg & Mottier, 
2011, p. 484) 
Converging epistemology 
In The Mangle of Practice, Pickering (1995) argues for a synthesis between the 
cultural studies of science and the performative orientation of doing that 
shifts science away from too great an emphasis on knowledge and disciplinary 
divides, and more on to its material powers to affect action. He goes on to 
discuss the impact of an engagement between science and practice: 
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The mangle thus deflects our attention from any special concern with 
the particular variables that the disciplines traditionally invite us to 
focus on and conceptualize in a peculiar way, and directs us instead 
toward the unitary terrain of practice in a space of indefinite cultural 
multiplicity. (p. 216) 
Pickering (1995) highlights a need for an epistemology of knowledge that 
transcends the positivist-relativist dichotomy and focuses on whole 
knowledge as it abides in the experiential entity known as action – or more 
specifically, repeated action or practice. Because, as Schön (1983) suggests, 
the need for real-world applicability is of greater importance than holding 
tightly to the rigour espoused by technical rationality: “the difficulty is that 
the problems of the high ground, however great their technical interest, are 
often relatively unimportant to clients or to the larger society, while in the 
swamp are the problems of greatest human concern” (p. 42). What is needed, 
therefore, is an epistemology that reflects actual engagement with life. 
The notion of knowledge as evolving through the experience of living has 
been proposed by a number of authors. Of note are Berger and Luckmann 
(1966) who, in their seminal discussion about the social construction of 
reality, highlight the dialectical relationship between knowledge and everyday 
life, where both inform each other in a continual process of mutual 
construction and reconstruction. The understanding of knowledge and lived 
experience as co-constructive has also been discussed in the area of expertise, 
with Collins and Evans (2002, 2007) arguing for a third wave of science56 or 
sociology of expertise (2007) that conceptualises proficiency in practice as 
comprising substantive experience within a particular domain of operation. 
Within this conceptualisation of proficiency, science and interpretation both 
inform and emerge through practice, and result in a body of credible expertise 
                                                 
56 Collins and Evans (2002) summarise the three eras of science as the age of authority (first 
wave), the age of democracy (second wave), and the age of expertise (third wave). Hamlin 
(2008) states that the first wave of science was anchored in the empirical domain 
(credentialed experts); the second wave positioned within the social constructionism of the 
1970s (the incorporation of perspective regardless of knowledge or experience); and the third 
wave of expertise (experienced, yet often uncredentialed, operators).  
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(see Marlor, 2009, 2010) that enables its operators to work flexibly within 
contexts of considerable complexity:  
Components of expertise will include not only narrow technical 
competence but the ability to recognize the need for action, to 
recognize and criticize multiple options, to understand the political and 
social structures in which knowledge is to be applied, and to privilege 
practicability and flexibility. (Hamlin, 2008, p. 179) 
The movement towards an epistemology of practice is further reflected in 
discussions across a range of disciplines by authors who have identified the 
circularity and holism of knowledge within professional practice (see, for 
example, Argyris, Putnam & McLain Smith, 1985; Cervero, 1992; Eraut, 1994; 
Fook, Ryan & Hawkins, 2000; Kolb, 1984; Mott, 2000; Schön, 1983, 1987). 
These authors and others argue that knowledge and its use are inseparable, 
and are operated in mutual co-construction known as expertise. Argyris et al. 
(1985) and Schön (1983) refer to the construction of knowledge through 
action as an epistemology of practice. 
Knowledge within this study was thus positioned within this third 
epistemology. It accommodated the merger between science and 
interpretation in the space of workplace activity which, for disability support 
workers, was located in the everyday lives of older people with an intellectual 
disability.  
Towards an operational understanding of knowledge 
during field work 
Learning about epistemological divergence had helped me establish an initial 
platform for knowledge, and opened me up to seeing dichotomy as an 
impedance to conceptualising a seamless knowledge of action. I aimed not to 
anchor myself in any particular formal theoretical understanding of 
knowledge so that I could honour the ethnographic imperative to continually 
shift my conceptualisations of knowledge (which, at the beginning of field 
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work, represented the etic perspective) to that of the emic. My aim, as such, 
was to use the ethnographic venture as a way for those participating in the 
lived experience to construct the meaning of knowledge (see, for example, 
Leach & Davis, 2012).  
It was, I soon realised, a venture of enormous scope. As Dalitz (2005) found in 
her own ethnographic study of organisational knowledge, everything in the 
field sites was connected with knowledge in some direct or peripheral way. 
And as I had chosen not to embed myself in formal theoretical positioning 
prior to commencing field work, knowledge became an ocean of possibility; in 
order to remain buoyant in this expansiveness, I needed to understand 
knowledge as comprising all forms of input that human beings may consider 
to be knowledge, or that may contribute to both the individual’s and the 
collective’s knowledge base.  
the sociology of knowledge must concern itself with whatever passes for 
“knowledge” in a society, regardless of the ultimate validity or invalidity 
(by whatever criteria) of such “knowledge.” And insofar as all human 
“knowledge” is developed, transmitted and maintained in social 
situations, the sociology of knowledge must seek to understand the 
processes by which this is done in such a way that a taken-for-granted 
“reality” congeals for the man on the street. (Berger & Luckmann, 1966, 
p. 3)  
There were, therefore, no limits to what support workers presented to me as 
knowledge, and what I accepted and worked with. And using the 
epistemological understanding outlined in the previous section of this 
discussion, knowledge included the generalist orientation of empiricism (such 
as scientific facts, professional directive, information, policy and procedure, 
instruction, systems and structures); the personal and cultural systems of 
meaning that saturated workers’ worlds (for instance, values, beliefs, 
attitudes, perceptions, intuition, opinions, emotions, schemas, assumptions); 
and the construction of knowledge through the ordinary activities of support 
(such as actions, practices, skills, tacit knowledge and relationships). This view 
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of knowledge was sufficiently broad to acknowledge the huge variety of 
conceptualisations of knowledge highlighted by Johnston (1998), Merton 
(1968), Siemens (2006) and Spender (2005), and make room for a parallel 
divergence of conceptualisation by participants in accordance with the social 
constructionist standpoint of the study.  
Conclusion 
Chapter 3 described the key conceptual underpinnings of the current study. It 
explained how a qualitative research approach facilitated the in-depth 
exploration of knowledge as it was used by disability support workers during 
their daily support to older people with an intellectual disability. The chapter 
highlighted how the constructionist epistemological, interpretivist and 
theoretical bricolage orientations provided me with an operational platform 
for prioritising the lived experience of knowledge, and for interpreting that 
knowledge and engaging theory as it reflected actual experience.  It also 
discussed the contribution and value of the ethnographic methodological 
approach, particularly its role in exploring knowledge apart from the empirical 
measurement of it, and with a greater ethical sensitivity than less invested 
approaches to data collection. Chapter 3 also discussed how, at the start of 
field work, knowledge was positioned rather than defined in recognition of 
the vast diversity of understandings of knowledge, my own evolving 
constructions of knowledge, the situating of knowledge as an epistemology of 
practice, and the need to reflect knowledge from the participant perspective.  
The conceptual framework consequently made room for a broader 
conceptualisation of knowledge than that which is currently prioritised within 
the literature on the knowledge of workers who support people ageing with 
an intellectual disability. It allowed for an understanding of knowledge as 
operating beyond traditional epistemological divides and preconceptions of 
one knowledge paradigm as superior to another. It also allowed for an 
understanding of knowledge as action, as constructed by ordinary people – 
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disability support workers – for use within the everyday lives of older service 
users.   
It was through the implementation of the conceptual framework described in 
this chapter that I was able to gather, analyse and interpret the data gathered 
during the study, and construct an in-depth and holistic understanding about 
the knowledge participants used in their support to older people with an 
intellectual disability. This process involved hundreds of hours of engagement 
with participants as they went about their daily activities of support, and 
required the adoption of a number of methods and strategies that supported 
the operationalisation of this framework. These more grounded aspects of the 
research design and some of the key challenges they presented during field 
work are discussed in the next chapter of the thesis. 
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Chapter 4 
 
Synthesising connection and 
instrumentality in ethnography 
Operationalisation of the research  
 
 
Introduction  
Chapter 4 explains how the conceptual framework for the study was enacted. 
It describes the methods and techniques that were used to: address ethical 
considerations; gain entry and sustain access to the research settings and 
participants;57 gather and analyse the data; establish research rigour; exit the 
research settings; and disseminate results of the research. In addition to 
outlining key elements of the research plan and explaining how they were 
operationalised, this chapter also discusses one of the key tensions I 
encountered in the doing of naturalistic inquiry: paying close attention to the 
process, rigour and ethics of doing sound research (instrumentality) while 
maintaining natural engagement in the settings (connectedness).  
Commencing the research  
The first part of Chapter 4 addresses essential aspects of the research that 
needed to be addressed before I could commence data collection. They 
include: the securing of ethical approval; the selection of field work locations; 
obtaining permission from service users (and/or their allocated substitute 
decision-makers) to conduct the research in their homes; and recruitment of 
participants. 
                                                 
57 The brief outline provided in this section of the chapter is for demonstration of process 
only. A more descriptive account of research settings, participants, and the people who 
inhabited them and their activities is located in Chapter 5.  
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Securing ethical approval 
One of the starting points of any human research endeavour is to consider all 
of the reasonably foreseeable ethical issues that may arise during the conduct 
of the research. Researchers are required to undertake a thorough 
exploration of the potential ethical issues they expect to encounter, and 
develop strategies to promote research merit and integrity, justice, 
beneficence and respect, and ameliorate the impact of harm (National Health 
and Medical Research Council [NHMRC], 2007). In response to this 
requirement, I constructed a detailed ethics application and submitted it to 
the Queensland University of Technology (QUT) Research Ethics Committee.58 
Formal approval (no. 1100001068) was granted prior to commencing all 
aspects of field work. No other ethical review process was required. 
After securing ethical approval, I began the process of identifying field sites 
that would enable me to address the research question and objectives. My 
first task was, therefore, to identify supported accommodation services where 
disability support workers were employed on a full-time, part-time or casual 
basis to provide support to at least one older person with an intellectual 
disability. 
Selecting field work locations 
As outlined in the Prologue to the thesis, my interest in conducting this 
research originated from my decade-long engagement in the disability sector. 
It was through my professional networks in this sector59 that I was able to 
identify two community-based service providers currently providing support 
                                                 
58 Key issues discussed in the application included: access and recruitment; informed 
voluntary consent to participate; prioritising the wellbeing of vulnerable groups involved in 
the research; researcher conflict of interest; confidentiality, privacy and de-identification of 
individuals and organisations; reporting of ethical issues; dissemination of findings; data 
management; and amelioration of harm and promotion of research benefit. (I note that while 
all of these issues cannot be explored in detail for reasons of space, the ethics surrounding 
several of these issues are discussed in the relevant sections throughout this chapter.) 
59 Vallance (2001) argues that gaining initial access to research settings may best be achieved 
by tapping into one’s personal and professional contacts. 
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to older people with an intellectual disability, both of which provided me with 
access to study services and recruit participants from within their 
organisations. In order to identify appropriate research sites within these 
organisations, I interviewed four service managers who had been identified by 
senior level staff as encountering significant ageing-related need within at 
least one of the accommodation and support services they were managing. 
During these interviews, I used a tool I had developed60 to ascertain whether 
or not each of the eight identified services met the key criterion for inclusion 
in the research (that is, were providing support to at least one person ageing 
with an intellectual disability).  
Once I had conducted these interviews, I based the final selection of services 
on several factors. These factors included: the number of criteria that were 
met from Table B1; perceptions of intensity of ageing-related need by the 
service manager; the breadth of ageing-related issues evidenced; expression 
from the service manager of reasonable expectation of interest from staff; 
and the distance of the service from my primary work site. These criteria 
enabled me to conduct the study in a way that addressed the research 
question and objectives; maximised the likelihood that – once commenced at 
a particular service – data collection would be supported to completion; and 
would not place excessive demands on my time and financial resources (I note 
that I often covered between 400 to 600 kilometres each week during my 
travels to and from field work sites). 
I eventually included three accommodation and support services in the 
study.61 These services were located in metropolitan areas of south-east 
                                                 
60 This tool is located at Table B1 in Appendix B, Criteria for Inclusion of Accommodation and 
Support Services in the Study. 
61 Conducting ethnography across multiple sites with different participants is relatively 
atypical due to the degree of contact and effort necessary to develop a robust emic-etic 
perspective. I chose to undertake the study at a minimum of two, maximum of three 
accommodation services, for several reasons. First, if I had commenced data collection in only 
one service and was subsequently asked to leave by any one of the many stakeholders at 
each home, the integrity of data and timeline for completion of the research may have been 
compromised. Also, conducting the study at a number of locations: 1) enabled me to secure 
access to a minimum number of core participants who would be willing to engage with me on 
a regular, in-depth basis; and 2) provided me with a form of triangulation which would add to 
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Queensland, Australia. The final breakdown of services participating in the 
study is as follows.  
 One organisation (referred to throughout the thesis as Community-
Based Organisation 1, or CBO1) facilitated access to two services in 
the study.62 These services are referred to within the thesis as 50 
Bolwarra Crescent (Bolwarra) and 37 Red Gum Place (Red Gum). Both 
addresses are fictitious. 
 The second organisation (Community-Based Organisation 2, or CBO2) 
facilitated access to one service at two neighbouring homes: 5 and 7 
Silky Myrtle Drive. These fictitious addresses are collectively referred 
to as Silky Myrtle throughout the thesis.  
Figure 4.1 presents a visual overview of services involved in the study. House 
symbols represent the number of service user homes included within the 
service; the varying diameters of the symbols highlight the differing sizes of 
the services; colours depict the auspicing organisations; and numerals 
represent the number of people with an intellectual disability being supported 
at each service at the commencement of data collection. 
  
                                                                                                                                 
the rigour of the study and contribute depth to analysis (see the section entitled Research 
Rigour in this chapter).  
62 Refer to Chapter 5 for clarification of the terms ‘organisation’ and ‘service’ as they are used 
in this study. 
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Community-Based Organisation 1  Community-Based Organisation 2 
(CBO1) (CBO2) 
                         
 Bolwarra (16) Red Gum (6)    Silky Myrtle (2) 
Figure 4.1. Accommodation and support services included in the study.  
Obtaining permission from service users to visit their 
homes 
After deciding to include Bolwarra, Red Gum, and Silky Myrtle in the study, I 
began seeking permission from the individuals who lived there to visit on a 
regular basis. The QUT Human Research Ethics Committee determined that 
people with an intellectual disability did not constitute participants in the 
study, and consequently I did not need to seek their informed consent via a 
formal ethical process. I would, however, be entering one of the most 
personal of domains – home – for several hours most weeks over a period of 
at least one year, and needed to ensure that all service users were 
comfortable with this arrangement. As such, I determined that I would need 
unanimous, on-going permission from all service users to visit their homes 
and participate in their lives on a regular basis.  
An essential part of this process was determining individual capacity to make 
the decision. Using the Queensland Guardianship & Administration Act (2000) 
as a guide, I determined that the decision to allow me to visit was a relatively 
simple one that did not inevitably require the engagement of a substitute 
decision-maker. My obligation under this legislation, therefore, was to ensure 
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“the right of an adult with impaired capacity to the greatest possible degree 
of autonomy in decision-making” (Queensland Government, 2000, p. 17). I 
thus directed my request to service users themselves. 
So after selecting locations (and prior to recruiting participants), I arranged to 
visit each of the homes so that I could meet with all of the service users. 
During these visits I typically spent several hours with service users so that 
they would have sufficient opportunity to decide whether or not they felt 
comfortable enough to allow me to visit their home each week. I then 
presented my request to each service user living at the home, described the 
research, explained their rights to them,63 and asked their permission to begin 
the visits.  
In order to facilitate greater understanding of my request, I undertook most 
discussions with service users individually so that I could personalise my 
request and adapt it to suit their individual capacity. Most service users were 
able to demonstrate that they understood the request and what it would 
mean to them personally, and were able to clearly communicate their 
decision. In some instances, service users were unable to communicate a 
decision either way. In these instances, I made a second request to the 
person’s appointed substitute decision-maker, some of whom requested to 
meet and talk with me prior to giving approval. In all instances, the key family 
contacts and/or substitute decision-makers for all service users were 
informed about the research, and were invited to contact me with questions 
or concerns.64  
                                                 
63 These rights were the same as those of participants. Service users were also advised that 
they could ask me to leave at any time (either temporarily or permanently) and that I would 
not divulge the origin of the request. 
64 I also note that, as some older service users became central to the ethnographic story, I 
approached a number of them, in addition to their substitute decision-makers, for permission 
to incorporate narratives about them in materials disseminated from the research. I also 
sought permission from these individuals and their substitute decision-makers to: 1) 
participate in meetings that involved them; and 2) access files that would enable me to view 
confidential information about them held by the service provider. Consent was noted in my 
research records. 
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After obtaining unanimous permission to visit service users’ homes on a 
regular basis, I began the process of participant recruitment. 
Participant65 recruitment 
The process for seeking informed voluntary consent is one of the key ethical 
issues a researcher must address in the design and implementation of a study 
(NHMRC, 2007). Obtaining informed consent in naturalistic research is often 
challenging, with Punch (1994) stating that attempting to obtain informed 
consent from all possible contributors in field work “will kill many a project 
stone dead” (p. 90). Given the difficulties previous researchers have 
encountered in their efforts to secure site access during studies of disability-
based accommodation services (e.g. Clement & Bigby, 2013), setting myself 
the goal of obtaining unanimous, documented, informed consent from all 
support workers before entering any of the research settings would almost 
certainly have rendered the study unfeasible.  
Thus workers were not initially provided with the opportunity to veto my 
presence. They did, of course, maintain the right to choose whether or not 
they would personally contribute to the study’s findings. During information 
sessions delivered to each team during one of their regular team meetings, I 
invited workers to participate in the study and asked interested individuals to 
complete the information and consent form,66 and return it in the stamped, 
self-addressed envelope provided.  
My aim during recruitment was to secure at least eight support workers who 
would be willing to contribute on-going data to the study via regular sessions 
of participant observation and a minimum of two in-depth, ethnographic 
                                                 
65 G. Jones (2006) states that subjects in ethnographic research are typically known as 
‘informants’. In this study, the term ‘participants’ has been used instead. As ethnography may 
involve the sharing of information that breaches a code of silence or cultural notions of 
loyalty (Wolcott, 2010), and the word ‘informant’ has connotations of ‘spying’, the word 
‘participant’ is less likely to imply betrayal on the part of the person contributing information 
to the study. 
66 See Appendix C, Participant Information and Consent Form. 
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interviews/conversations.67 More than one-third of the total number of 
permanent support workers working in the services selected for the study 
agreed to this level of commitment, providing me with nine initial 
participants.68   
The nature of participation  
While I had originally intended to base my field work experience with those 
individuals who had signed the consent forms, I realised early on that many 
others wanted to contribute to the study. They showed little interest in 
signing forms and wanted considerably flexibility in determining when, where 
and how they participated.  
As I worked with the varying levels of interest amongst support workers, I 
began to realise that participants fell into one of three broad categories of 
involvement. Coaches were those nine individuals who provided me with 
consistent access to the settings; talked regularly and at length with me 
during visits; made themselves available for private ethnographic 
conversations; invited me to attend support activities of potential interest; 
facilitated contact with service user family members; provided me with 
guidance and access to written documents; informed my understanding of the 
service users and the settings; and participated actively in shaping the 
findings.69 Active participants were those individuals who did not or would not 
sign the consent form, and instead provided me with verbal consent to collect 
data about them while I was visiting with coaches (consent was noted in my 
research records). They would sometimes invite me to participate during 
support activities or ask if they could talk privately with me. What separated 
active participation from coaching was the facilitative, regular and committed 
                                                 
67 See the section Data Collection Methods in this chapter for a discussion of participant 
observation and ethnographic interviews. 
68 Smaller numbers of participants are generally preferred when eliciting in-depth data as 
studying fewer cases enables the researcher to construct a richer and more descriptive 
account of people’s social worlds (G. Jones, 2006). 
69 The notion of ‘coach’ is, therefore, congruent with Patton’s (2002) key informant and Berg’s 
(2007) respective use of the words guides and informants: that is, individuals who facilitate 
access to others in the setting using a form of snowballing participation. 
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nature of coach engagement, and the substantial in-depth contributions made 
by these individuals. There were also a number of support workers who 
simply agreed for me to be present during group activities. Participation was 
passive; that is, they had no objection to my presence after being informed 
about the study and their rights, but did not seek to engage me and 
contributed data only in the collective sense (for instance, as part of team 
processes where individual contributions were not noted).  
Overall, there was 100 per cent participation amongst the 26 permanent or 
regular casual support workers in each of the three services, with one-third 
agreeing to become coaches, more than half agreeing to actively contribute 
data, and approximately one-tenth agreeing to passive participation.  
While participants had varying degrees of input into the study, their 
willingness to engage with me contributed considerably to my immersion into 
the settings and the subsequent construction of the emic-etic account. 
The larger the ethnographer’s network of reliable guides and 
informants, the greater their access and ability to gain further 
cooperation. Eventually, the need for specific guides decreases as 
subject networks grow in size, and the ethnographers are able to begin 
casual acquaintances by virtue of their generally accepted presence on 
the scene. (Berg, 2007, p. 186) 
Degree of input was, as such, less of a concern than participants’ willingness 
to support on-going access and grow my understanding of the support worker 
experience. 
In summary, my approach to gaining and maintaining access to research 
locations required a multi-layered process of ethical approval, purposive 
sampling70 (of locations and participants), and on-going permission-/consent-
seeking from workers and stakeholders.  
  
                                                 
70 Purposive sampling involves selecting the sample in a systematic way so that the units 
under study reflect characteristics of the target population (Walter, 2006a). 
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Data collection methods 
This section of the chapter discusses the methods I used to collect data during 
field work. Methods are the practical techniques necessary for carrying out 
the research (Crotty, 1998). Choice of method depends on a range of factors 
including: compatibility with methodology (Crotty, 1998); the purpose of the 
research, available resources, and researcher skills (Kumar, 2005); and level of 
focus, and cultural and situational appropriateness (Schensul, 2008).  
The two primary data collection techniques employed in this study were 
participant observation and interviews. These methods assisted me with 
meeting the above-mentioned criteria in the following ways. First, both 
participant observation and interviewing are typically incorporated into 
ethnographic research (Berg, 2007; Fontana & Frey, 2000; G. Jones, 2006). 
Further, adopting these methods enabled me to address the objectives of the 
research within the timeline and budgetary resources allocated for the 
project. They were also compatible with my professional background (for 
instance, my experiences in frontline disability service provision, and skills in 
interviewing and group facilitation). Participant observation and interviewing 
also allowed for a naturalistic exploration of the research question, thus 
enabling me to more deeply understand the complexity of participants’ 
everyday worlds and conceptualise knowledge within that context.  
There are, however, multiple complexities associated with undertaking 
participant observation. Berg (2007) describes a number of these challenges 
which include: gaining and maintaining access to the research site; 
maintaining researcher reflexivity during immersion in the phenomenon (see 
also Gergen & Gergen, 2000, and G. Jones, 2006, for discussions on ‘going 
native’); the impact of the Hawthorne effect (see also Walter, 2006b, and 
Wolcott, 2010); and limiting one’s gaze. This research was no less prone to 
challenge and dilemma, and discussions regarding the key methodological 
complexities I experienced are undertaken throughout the remainder of this 
chapter.  
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This section of the chapter describes how participant observation and 
interviews (the latter are referred to throughout the thesis as ethnographic 
conversations) were used to facilitate immersion and gather data during field 
work.  
Employing participant observation as the “step-in step-
out”71 researcher 
Participant observation incorporates a range of approaches (O’Reilly, 2005) 
that include direct observation and researcher experience in order to develop 
in-depth description and analysis of chosen phenomena (Jorgensen, 1989). It 
is one of the preferred methods in ethnographic research (Angrosino & Mays 
de Pérez, 2000; G. Jones, 2006; Patton, 2002), and has been employed as a 
data collection method in previous studies of disability-based accommodation 
and support services (e.g. Clement & Bigby, 2009, 2010; Croft, 1999; 
Hamilton, 2011). By spending time with people as they go about their 
everyday lives, participant observation provides the researcher with real-
world opportunities to experience participants’ lives from the inside (G. Jones, 
2006; Marshall & Rossman, 2006). This close engagement with culture often 
takes place over a period of months or even years, and provides the inquirer 
with opportunities to develop the trusting participant-researcher relationships 
necessary for exploring issues of interest in depth (G. Jones, 2006; Jorgensen, 
1989; Liamputtong, 2009). 
In participant observation, the researcher’s bodily experience of the setting 
has particular relevance (Madden, 2010). While talking with people provides 
the researcher with access to constructed meaning, participant observation 
enables a researcher to incorporate those perspectives through corporeal 
experience: “putting one’s body on the line as part of a research project 
seems to give rise to discovery in one’s body of relevant data” (Diamond, 
2006, p. 59). Thus being with participants as they engaged in their everyday 
                                                 
71 See Madden (2010, p. 79). 
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activities provided me with an understanding of knowledge as it was 
embedded in the lived experience of support. It was through the challenge of 
synthesising my own personal experience with that of participants that I was 
able to construct a much more in-depth and contextually embedded 
perspective than would have been possible using any other method.   
So what do I do next? Constructing the researcher role 
Jorgensen (1989) argues that finding a role which enables the researcher to 
participate naturally in the setting is a crucial part of field work. Determining 
where that role fits along the continuum of spectator-full participant is an 
important consideration (Patton, 2002), and there were a number of 
constraints that affected my ability to fully participate as a support worker. 
These restrictions included: organisational requirements relating to risk 
management; service user privacy and dignity; and my own degenerative 
spinal condition. Because of these limitations (and because I did not want 
support workers to feel uncomfortable or threatened by the constant 
presence of a researcher), I adopted a “step-in step-out” structure to 
participant observation. That is, I took on more of a ‘visiting’ rather than ‘live 
in’ approach to field work.  
I initially thought that operating from this positioning would be awkward, yet 
it was not the case. Support workers and I had little difficulty shaping the 
tasks I would engage in, many of which typically evolved out of the activities 
of the moment. There were some situations in which I was predominantly a 
spectator (such as when I attended medical and specialist visits) and others 
where I was fully participating (for instance, assisting support workers and 
service users to prepare meals). During very busy periods where routine and 
pace were important (such as supporting service users to get ready for work 
in the morning), I usually sat in an out-of-the-way location and observed. 
Sometimes I stepped in and offered simple support to a service user (like 
searching for a favourite cup) when workers were busy with other activities. 
Occasionally service users shaped my role by inviting my involvement in a 
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specific activity. At other times I joined in support worker discussions that 
erupted out of the support moment. At team meetings I was generally 
present as a spectator, and during training activities would participate as a 
trainee. As such, I gauged the appropriateness of my engagement based on 
the pace, need, requirements and mood of the environment and, with the 
assistance of participants and service users, I was able to carve out a role in 
each of the services that was unlike any other. 
In addition to constructing a unique role within each service, I also adopted 
the role of apprentice, or novice.  
the wisest choice for ethnographers is the role or identity of a learner or 
student. Such a stance permits the ethnographer to practice a kind of 
naïveté about the practices and beliefs of the study population, and it 
also legitimates why the ethnographer might be engaging in so much 
conversation or asking so many questions. Ethnographers must be 
learners, and as such, they must position themselves so that people in 
the community feel comfortable teaching them. (LeCompte, Schensul, 
Weeks & Singer, 1999, p. 21)  
Becoming The Student after having been The Teacher was more personally 
confronting than I had originally anticipated. As much as I tried to engage with 
workers from a space of freshness, I struggled for many months as new 
learning butted heads with almost a decade’s worth of indoctrination into 
disability sector philosophy. What I thought was one of my greatest assets 
coming into the study – my years of experience in the disability sector – was 
continually threatening to derail open mindedness. Becoming the learner thus 
morphed into a call to humility, and required a conscious determination to 
not let past experience hijack my gaze and compromise the integrity of my 
analysis. 
Besides, there were many benefits that arose from situating myself as novice. 
Being the newcomer provided me with an unthreatening position from which 
to collect data (LeCompte et al., 1999). I may have been a support worker 
once, but here – with these older service users, in this environment, with this 
team – I was unavoidably the novice. My knowledge and experience were 
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contributory but far from sufficient to the tasks I was now encountering. 
Consequently, my now less-than-proficient attempts at support situated 
workers as experts, and encouraged them to delve into their own repositories 
of knowledge to improve my practice. I also found myself asking questions 
that workers had not considered previously – the knowledge they drew on 
was so intrinsic to everyday practice that it was often beyond the realm of 
consciousness and difficult to articulate. As such, my active engagement with 
the novice-apprentice role required workers to access stores of embedded 
knowledge that may otherwise have remained untapped during interviews. 
And invariably, the novice made mistakes, the results of which were prone to 
reveal dimensions of power and territory. For instance, I was sometimes too 
proactive in my attempts to assist, on one occasion wiping down the dining 
room tables after the evening meal. Raylene, a service user in her sixties, 
came up to me and growled: “That’s my job you know.” I duly apologised, 
thanked her for letting me know, and promised I wouldn’t do it again. 
Besides my role as apprentice, I also took on the functions of confidant and 
supporter. Participants often sought me out, sometimes to tell me about the 
events I had missed since my last visit, share their viewpoints with me, discuss 
their achievements and frustrations, or show me the outputs from some 
project they had been working on. This role was one of the most important 
for building the rapport and trust required for positive participant-researcher 
relationships.72  
I thus seemed to fit into a role at the beginning of data collection at each 
location which remained relatively stable and unproblematic throughout field 
work. I believe that merging function and tasks with the tone of each 
environment was key to establishing a position that kept others comfortable 
with my presence, and thus afforded me the flexibility and responsiveness I 
needed to delve into their worlds.  
  
                                                 
72 See the section in this chapter entitled Growing the Participant-Researcher Relationship for 
a more in-depth discussion of the importance of this approach to the study. 
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The structure of participant observation 
Participant observation was structured in such a way as to enable me to meet 
several objectives in addition to the ethnographic task of immersion. These 
objectives included:  
 experiencing the usual routines and a wide variety of activities of 
older service users and their support workers at a range of locations 
(see Figure 4.2 for a summary of these routines, activities and 
locations)  
 being present during workers’ engagement with the individuals 
involved in the lives of older service users (including housemates, 
managers, family members, friends, organisational personnel, 
community members, and health professionals) 
 facilitating weekly involvement at three locations simultaneously 
 maintaining a strong rapport with both workers and service users 
 creating space for conversations with participants, and  
 taking up serendipitous opportunities for data collection (see 
Wolcott, 2010).  
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Figure 4.2. The range of activities I participated in during participant 
observation. 
From the researcher standpoint, participant observation was best 
conceptualised as an oxymoron: strategic flexibility. While I aimed to convey 
casual responsiveness in my engagement with support workers, I was 
simultaneously attempting to meet a series of sometimes competing 
objectives in order to explore knowledge at deeper levels than was being 
offered to me. One of the naturally occurring phenomena that proved to be of 
enormous benefit to me in this regard was that of discrepancy. 
  
•Regular routines: individual /collective; 
weekday/weekend; 
morning/afternoon/evening; day/night; meal 
times; home cleaning and maintenance
•At-home recreation/hobbies (e.g . music 
evenings, card making, movie watching, 
writing, artwork) 
•Special events (e.g. birthday celebrations, 
family social events)
In-home
Support activities 
undertaken 
primarily in the 
home
•Community-based routines (e.g. shopping)
•Community-based recreation (e.g. RSL clubs, 
coffee shops, restaurants, parks) 
•Regular group participation (e.g. walking club)
•Special/notable events (e.g. birthday 
celebrations, family get-togethers, funerals)
•Medical/allied health visits including CHAP 
reviews
•Individual planning meetings 
Community
Support activities 
that occurred in the 
community
•Administrative activity (e.g. completing 
paperwork, accessing policy and procedure, 
research using the internet, developing 
action plans, reading and writing emails)
•Team meetings, and formal and informal 
information sharing activities
•Staff training
•Employment-related social activities
Staff
Activities undertaken 
solely by support 
workers
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Capitalising on discrepancy in the exploration of hidden knowledge 
Patton (2002) reports that there are many advantages to participant 
observation as a research method. One of these benefits includes being able 
to observe the inconsistency between people’s words and deeds 
(Waddington, 2004). I found the difference between what people said and 
what they did was one of the most useful ways of learning about the implicit 
knowledge that underpinned workers’ actions, because when workers 
espoused a particular philosophy and then actioned another (see Argyris & 
Schön, 1974), it indicated the possibility of another knowledge agenda at play.  
Much of what I learned about the use of implicit knowledge was, therefore, 
not through what was consciously shared but through that which did not 
initially make sense. Moments of discrepancy between talk and action 
triggered alerts in my head that drove me to explore the dark and murky 
waters that filled the space between the espoused and the actual. 
Discrepancy could be seen in the difference between what individual workers 
did versus what they said they knew they should do. On a few occasions I saw 
it present in deliberate attempts to circumvent the system. For instance, 
Athena supported a service user to take baths (baths were prohibited for 
safety reasons) because she believed that there was nothing quite as relaxing 
as a good hot soak. Other support workers didn’t report medication errors 
because of the lengthy processes they were required to follow in order to 
meet organisational record keeping, and because they wanted to honour the 
esprit de corps – one didn’t dob on one’s fellow workers. Both acts revealed 
systems of knowledge that trumped directive.  
Discrepancy, or incongruence, existed in multiple other ways. Sometimes 
there were instances where support actions seemed to contradict the 
espoused values of the doer. There were also instances where individual 
support workers’ perceptions of events varied substantially from each other, 
or where the individual experience confronted that of the collective narrative, 
challenging the knowledge base of the group. The ensuing incoherencies, 
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dilemmas and debates were often highly effective mechanisms for identifying 
underpinning assumptions and dismantling systems of carefully constructed 
logic just long enough for me to glimpse their make-up.  
The importance of discrepancy lay not, therefore, in the identification of a 
mismatch between words and deeds, but in the thinking and activity which 
had created the separation between the two. My plan to use incongruence in 
the study was not to catch support workers out, but to try and identify the 
knowledge that sat quietly at the juncture between thinking and doing. 
Consequently discrepancy was not as problematic as it was revealing.  
Overall, I agree with Waddington’s (2004) proposal that participant 
observation is one of the most valuable data collection methods for getting 
“directly to the heart of human experience” (p. 164). This method enabled me 
to reach into support workers’ everyday worlds and identify knowledges 
which these individuals did not (or could not) volunteer during my 
conversations with them. It thus provided me with a strong platform of real-
world experience to pursue the more conscious learning that came through 
conversation. 
The ethnographic conversation 
Ethnographic conversations – or interviews – were the second key data 
collection method adopted for the study. In his work Being Ethnographic, 
Madden (2010) states that interviewing is “one of the most important ways of 
knowing others, for both ethnographers and many other types of data 
collectors” (p. 67). Interviews allow the researcher to explore in depth the 
subjective meaning assigned by participants to their experiences, and to work 
flexibly with the themes that have been identified in the data (see also 
Travers, 2006).  
Madden (2010) identifies the role of both interviews and conversations during 
ethnographic data collection. He describes conversations as natural 
behaviours that stem from proper socialisation, and interviews as focused 
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methods for information gathering. According to Madden, both approaches 
are typically integrated into ethnographic research. Conversation occurs as 
part of the ordinary engagement with participants during participant 
observation, with more in-depth exploration made possible through the 
ethnographic interview. As such, both types of engagement are part of the 
same inseparable dynamic: being with and talking to (Madden, 2010), the key 
task being to balance the tension between the “’naturalness’ of good 
conversation and the ‘instrumentality’ embedded in the ethnographic 
endeavour” (p. 65). 
In the current study, both approaches were viewed as being equally valuable 
and were embedded in the study. First, there was dialogue that occurred 
during general field work activities as part of the ordinary interactions 
between people present in the settings. Conversations with participants 
typically took place during most aspects of field work including support 
activities, meal breaks, travelling between support locations, night shifts, and 
before, during and after collective staff activities. They occurred individually 
and sometimes as impromptu group discussions, events O’Reilly (2005) refers 
to as “opportunistic discussion groups” (p. 131). Conversations during field 
work were typically supplemented with real-life, real-time examples of 
knowing-in-action, and often provided a far richer – and I suggest, more 
candid – portrayal of knowledge than those provided during isolated 
conversations in closed rooms. 
Second, I undertook in-depth discussions with participants in private 
locations. These discussions were pre-arranged and held during quarantined 
periods of time (ranging from 45 minutes to two-and-a-half hours) in locations 
that were selected by participants.73 The intention was to: provide 
opportunities for participants to talk privately with me about aspects of 
                                                 
73 All of the frontline managers involved with the study provided their consent for private 
conversations to be held during work time. Permission was granted on the proviso that there 
was minimal interruption to the usual support routines. Many of the interviews occurred in 
designated office spaces in residences during late evenings, early mornings, or when service 
users were at work.  
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knowledge that were not easily explored via observation; delve more deeply 
into specific aspects of the research question; expand on specific instances of 
knowledge use in support; and engage participants in concentrated and in-
depth discussion about the findings. Participants determined the degree to 
which they engaged in these discussions, with total contributions from 
individual coaches ranging from 45 minutes to nine hours. These 
conversations began approximately two months after the commencement of 
participant observation and continued in all three locations until the 
completion of field work. 
I employed an informal approach to conducting these in-depth ethnographic 
conversations, such as that described in O’Reilly (2005). I found very early on 
that asking a lot of “nosy questions” (Madden, 2010, p. 67) did not go down 
well. Further, during the first three months of participant observation, I 
engaged in naturally flowing interactions with participants that were 
conversational in orientation. Stepping into a more interrogative role – 
complete with digital recorder, closed door, and visible set of questions – 
seemed to derail unfettered flow of thought and typically resulted in either 
rejection of questions and approach (perhaps in order to reassert our usual 
relationship) or stilted, depthless responses. Reciprocal exchange – without 
the recorder and informed only by a memorised list of points of interest – 
resulted in considerably richer contributions from participants. I thus decided 
not to continue recording in-depth conversations, instead relying on extensive 
note taking. 
I also engaged in what I have termed ‘contextual conversations’. These 
conversations took place with individuals who worked for the organisations 
involved in the study and with other contributors, for instance family 
members, who specifically asked to talk with me. Organisational personnel 
who talked with me worked in key systems throughout the organisations 
including quality systems management; policy development; research 
planning; professional development; administration; professional support; 
and executive, senior and frontline management. These individuals did not 
106 
 
provide data per se – they did, however, provide essential background 
information that informed later discussions in the thesis about the broader 
context of service provision. 
The inclusion of conversation, both as part of ordinary engagement and 
focused, in-depth discussion, was, therefore, a vital aspect of the data 
collection strategy. This method allowed me to delve more deeply into 
participants’ experiences, and share my understandings and interpretations of 
their knowledge with them. As Patton (2002) suggests, “if participant 
observation means “walk a mile in my shoes,” in-depth interviewing means 
“walk a mile in my head”” (pp. 416-417), and I found that both methods were 
crucial to constructing the fullest possible naturalistic account of support 
worker knowledge.   
A brief note about data and the overall field work 
timeline  
The data collection period for the study spanned 16 months, and resulted in 
304 hours of participant observation, 27 ethnographic conversations, and 
172,000 words of typewritten data. My field work strategy involved 
participating at each location for between three and eleven hours most weeks 
during the first six to nine months of data collection. While ethnographic 
conversations were conducted through this early period, they became the 
focus of data collection during the last seven months of field work. 
Spreading field work across three locations simultaneously strengthened the 
study in three main ways. First, longer periods of observation enabled me to 
follow storylines that may have been cut off at crucial points had I moved on 
to another service. Second, by conducting the study at three services 
simultaneously I was able to thicken themes and concepts across locations, 
and check my interpretations with a larger number of participants. 
Additionally, by framing participant observation as periodic ‘visits’, I was more 
able to situate myself as guest rather than interloper (which I thought would 
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seem much less threatening or disruptive to both support workers and older 
service users).  
Embedding responsiveness: Techniques 
supporting data collection 
The operationalisation of methodology and method typically requires the 
adoption of a range of techniques and tools that support data gathering 
(Crotty, 1998). I incorporated four main mechanisms to assist me during field 
work. They were: researcher reflexivity; participant-researcher relationships; 
the use of field notes; and member checking.  
Managing the forces of self:74 Self-consciousness and the 
reflexive turn 
Researcher reflexivity is central to qualitative inquiry and is argued by some to 
be one of the most indispensable tools in the research toolkit (see, for 
example, G. Jones, 2006). Seale (2004) defines reflexivity as the 
“methodologically self-critical account of how the research was done” (p. 79). 
Reflexivity requires that a researcher maintain a conscious, critical, self-
reflecting awareness of the impact of her existing acknowledged and 
unacknowledged values and biases (Berg, 2007; Gergen & Gergen, 2000; 
Walter, 2006b); her involvement in the setting (Madden, 2010); and the 
setting’s impact on her (Jorgensen, 1989). Reflexivity is also central to data 
analysis (Madden, 2010), demonstration of the credibility of the research 
project (Seale, 2004), and contributes to the demonstration of transparency 
by providing the reader with insight into the person constructing the resulting 
knowledge (K. Cooper & White, 2011). Thus reflexivity contributes 
substantially to the qualitative research endeavour and, as such, is embedded 
in the current study.  
                                                 
74 The term ‘forces of self’ was taken from Madden (2010, p. 122). 
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Determining positioning: A love-hate relationship with knowing self 
The use of reflexivity begins long before the commencement of field work 
(LeCompte et al., 1999), and I spent arduous hours musing and writing about 
my positioning during my foray into theory and literature, and prior to 
engaging with participants. As Symonette (2009) suggests, the researcher 
needs to develop a self-as-instrument portfolio that explores the 
strengths/gifts and limits/constraints she brings to the research, and this is 
what I aimed to do during this process.  
Eventually I constructed a researcher positioning statement which I thought 
best reflected my motivations for undertaking this research.75 However, it 
wasn’t until I engaged with participants and contributors in the thick of field 
work that epiphanies about self-as-researcher started flying in at warp speed. 
I realised my positioning lay not so much in my declarations of history and 
intention, but in much more ingrained and long-forgotten influences, some of 
which I confidently believed I had dispelled from my thinking. For instance, 
the positivist orientation of my undergraduate degree in psychology left me 
struggling with a gnawing sense of ‘unscientificity’ about what I was doing: 
how could a process this messy contribute to knowledge? I had not thought to 
consider how the orientation of one degree might influence my conduct of 
another during my venture into positioning. Long-forgotten feelings that had 
underpinned my experience of being a support worker – the ambiguity of 
function, the constant expectation of criticism, the pressure to accomplish 
more than was possible in the hours allotted, the fear of contributing to 
existing oppression – were resurrected out of my mental depths and began 
weighing heavily on me like a soaking wet blanket. I also found myself 
precariously balancing on the seesaw of pragmatism and idealism: as an ex-
manager of a disability service I understood the crushing burden of seeking 
Dom Pérignon products from flat lemonade resources, yet as a systems 
advocate for people with decision-making disabilities I had campaigned 
unequivocally (and sometimes unmercifully) for top-shelf outcomes.  
                                                 
75 Refer to the Prologue to the thesis. 
109 
 
So I found that my positioning – the self, the knowledges, the motivations I 
brought with me – was revealed, challenged and shifted more through 
engagement than it was through prior reflection. As Hopkins (2007) suggests, 
“being sensitive to contextual ethical issues means being aware of, sometimes 
drawing upon and sometimes contesting our own positionalities in terms of 
our various identities as well as our previous experiences and preferences” (p. 
391). Positionality for me lay less in a preliminary declaration made at the 
beginning of the research, than it was revealed through the continually 
dynamic, disorienting and often humbling engagement with the worlds into 
which I had ventured. 
Axiom, heresy and the reflexive endeavour 
Even though I embedded them at the core of the study, I initially struggled 
with the concepts of positionality and reflexivity. I felt strongly that continual 
contemplation was taking me further and further from my research topic and 
launching me into a “reflexive self-obsession” (Peach, 2002, p. 252; see also 
Valentine, 1998) that threatened to draw me into a perpetually “privileged 
and self-indulgent focus on self” (Kobayashi, 2003, p. 348). I understood the 
need to know the self who would shape knowledge, but the continual 
orientation towards my own thinking and experience seemed somewhat 
skewed, if not narcissistic. Moreover, I agreed with Kobayashi’s take on 
reflexivity: “why the heck I should care about how a privileged, white 
graduate student felt when she went out into the world to discover 
oppression and marginalisation?” (p. 348). Because if one of the aims of 
research is to contribute, and perhaps even change the structures that ritually 
abandon people, then the processes of research must contribute to that 
objective: 
Here, then, is the dilemma of reflexivity. While reflexivity is an 
important, and some may say essential, aspect of recognising the 
difference between the studier and the studied, and even in some cases 
of taking moral responsibility for that difference, indulgence in 
reflexivity is ironically the very act that sets us apart. Reflexivity thus 
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opens us to the charge not only that it is a selfish, self-centred act that is 
the very antithesis of activism, but that it can even work actively to 
construct a sense of the other, to deny the reflexivity of others, and to 
emphasise the condition of detached alterity. Is this irony anything more 
than a statement of the inherent contradiction of the existential 
condition? And if so, what should we do? Just acknowledge it and carry 
on? Well, no, for that seems, in less philosophical terms, a cop-out, an 
excuse for passive submission to the trap of reflexivity. (Kobayashi, 
2003, p. 348) 
 
I acknowledge, however, that the task of reflexivity is not an optional one for 
a PhD candidate seeking entry into the research establishment no matter how 
much I agree with Kobayashi’s admonition. And, as the research progressed, I 
somewhat reluctantly became convinced of its value. Reflexivity was critical to 
the construction of the emic-etic account and invaluable in the face of 
ambiguity, discrepancy and ethical dilemma. Additionally it was indispensable 
as a tool with which to demonstrate transparency of thinking and process. 
Reflexivity also enabled me to harness what eventually became one of the 
most surprisingly valuable instruments in my methodological toolkit: my own 
emotional responses to what I was encountering. 
Doing research that “breaks your heart”:76 Emotion as method in qualitative 
inquiry 
The positivist assertion that research remain free of values and, by 
implication, emotion, has been increasingly critiqued in recent years, with a 
range of authors promoting the inevitability of emotion in research (Bondi, 
2005; Devereux, 1967) and the worth of emotion in the research process 
(Anderson & Smith, 2001; Behar, 1996; Bondi, 2005; J. Davies & Spencer, 
2010; Hubbard, Backett-Milburn & Kemmer, 2001; McLaughlin, 2003; 
Widdowfield, 2000). I similarly found emotion, rather than skewing my 
reasoning process (see Damasio, 1994) or privileging a certain perspective 
(Longino, 2004), opened me up to viewing the world I had entered through 
new eyes.   
                                                 
76 See Behar’s (1996) The Vulnerable Observer: Anthropology That Breaks Your Heart. 
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Reflexivity may help one discover the world and bring hidden bias and 
values to consciousness, or it may simply reinforce what is already there 
– we reflect through the lenses we have. This is where emotion became 
my optometrist. Anxiety, grief, exhilaration, trepidation, laughter, 
humiliation, anger… all shifted me out of my comfortable unconscious 
haven into a space of freshness and uncertainty. Old lenses were 
upgraded. And if I was courageous enough to trust in it, emotion could 
be captured in the sails of reflexivity and used to propel me towards the 
far-distant Undiscovered Countries of self and other. (Excerpt from 
researcher reflections)  
 
Devereux (1967) argues that a researcher’s awareness of disturbance in self is 
the road to authentic science: “Objectivity results from the creative control of 
consciously recognized irrational reactions, without loss of affect” (p. 100). 
Thus disturbances in my emotional state became a potent mechanism for 
alerting me to the presence of unacknowledged biases in myself and the need 
to dismantle them so that I could make room for fresh ways of understanding 
participants’ worlds.  
I also note that experiencing emotion was, as Devereux (1967) and Bondi 
(2005) both acknowledge, inevitable. During the period of field work, I often 
encountered support worker knowledge through multiple representations of 
emotional pain. They included such events as: the deaths of four service 
users; chronic and life-limiting illness; narratives of institutional abuse; 
support worker trauma and unresolved grief over their support to chronically 
and/or terminally ill service users; the transfer of five service users to 
residential aged care; a continual stream of reports about workplace mobbing 
and bullying; the systemic invisibilisation of older people with an intellectual 
disability; and conversations with workers about the ways in which they were 
treated by the professional élite. Each of these experiences (and many more) 
worked their threads into a tapestry of vulnerability that surely had to – by 
nature of their intensity and impact – awaken the heart of the reflective 
ethnographer.  
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Being willing to get close enough meant I had to risk getting ‘too close’. 
And it meant I had to step in with more than just my thinking self 
because I realised I could not truly understand the space I had entered if 
I parked the essence of what it means to be human – heart – at the 
door. In doing this I discovered that there is a world of difference 
between what I had planned to do – patronising inquiry – and the type 
of exploration that required me to descend below the waterline and 
stay there. (Excerpt from an article under construction) 
As I worked constantly with the disturbance that came from immersion and 
the hard-earned shift from the etic to the emic perspective, I entered more 
authentically into support workers’ expressions of pain. I was thus challenged 
to abandon my preconceptions about the superiority of intellect as a tool for 
analysis and revisit the worth of the subjective experience – of emotion – as 
another method for doing research. It was, as such, the reflexive engagement 
with my own experience of disturbance that enabled me to tap into this 
powerhouse of process to inform the ethnographic account.      
Biting the reflective bullet: Engaging reflexivity in the doing of research 
The value of reflexivity acknowledged, I submitted to the reflexive orientation 
and incorporated a range of techniques that are recommended in the 
literature for the doing of reflexivity. These strategies include: engaging in 
continual personal and critical reflection throughout the research process in 
relation to researcher situatedness (G. Jones, 2006); incorporating both the 
active and reflexive nature of the researcher role in field notes (G. Jones, 
2006; Liamputtong, 2009); creating an audit trail that cements reflexivity into 
the research process (Seale, 2004); and engaging continuously with 
experienced researchers (Jorgensen, 1989). I note, however, that I wrestled 
continually with finding a balance between emphasising the reflexive account 
and addressing the research question which I was determined to keep as the 
focus of the study. Despite my concerns about the overly self-focused nature 
of the reflexive undertaking, I engaged consistently and relentlessly with the 
process, retaining just enough healthy scepticism to remain sufficiently 
reflexive about the doing of reflexivity.   
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Growing the participant-researcher relationship  
Throughout field work I was mindful of Travers’ (2006) assertion that 
establishing positive interpersonal relationships with participants may be 
more important to the qualitative endeavour than perfecting method and 
technique. I placed considerable priority on developing close and functional 
connections with participants in order to foster the rapport and trust 
Jorgensen (1989) states are essential for strengthening the participant-
researcher relationship, and gathering rich and meaningful data.  
There were a number of strategies I engaged throughout the study to 
strengthen rapport and trust. As Jorgensen (1989) and LeCompte et al. (1999) 
suggest, the generation of positive feelings and minimisation of perceptions of 
difference between people is important for the establishment of rapport. So I 
freely shared my own past experiences as a support worker in order to 
demystify myself as researcher and to show participants that I had the 
capacity to understand the nature and complexity of their work. Contribution 
is another important concept in the development of rapport and trust 
(Jorgensen, 1989), and I regularly tried to lessen the workloads of participants 
by: supporting service users to undertake activities like brushing their 
dentures, making a cup of tea, or cleaning up the kitchen; washing the 
evening dishes while workers supported service users to have showers; 
cleaning up vomit and excrement while workers tended to the service user’s 
personal care; and helping prepare meals. I was also aware that I needed to 
consistently demonstrate trustworthy and sincere behaviour if rapport was to 
flourish (see Liamputtong, 2009), and demonstrating honesty and reliability 
consequently became one of my enduring priorities. For instance, early on in 
the research I found myself in conversations in which I sensed I was being 
tested. On one occasion, a participant casually asked me if I had ever had 
involvement with her employing organisation. I explained my connection and 
augmented my response with some unrequested detail about what that 
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involvement had entailed. I later found out that that the worker had 
discovered my previous work history and was purposely testing my honesty.  
While I did not encounter any of the seriously confronting ethical issues that 
many ethnographers have reported in the past (see Murphy & Dingwall, 
2001), there were still a range of complexities I faced in my relationships with 
participants, two of which are discussed in the following sections.  
Researcher transparency  
The issue of researcher transparency and sharing is an important one for the 
development of rapport (see LeCompte et al., 1999). Early into data collection 
I arrived on shift and was greeted by a grinning Isabella holding up a thick 
cardboard envelope full of paper: “I googled you,” she declared. I went home 
that night unnerved, and one of the first things I did was conduct a Web 
search to see what Izzie had learned about me. As I clicked my way through 
the search results, I realised that, in the new world of instantaneously 
accessible information, researchers were no longer the unknown entity in the 
research venture – that, in some ways, the cyber revolution was going a little 
distance in righting the transparency inequity between researcher and 
researched. Because in that most uncomfortable moment when I knew I had 
become the target of investigation, I realised there was something intrinsically 
unbalanced about the one-way nature of research.  
I then decided to enact approaches which I hoped would reduce this inequity. 
First, I made no attempt to conceal that fact that I was taking notes during my 
visits, instead inviting any individual present to access my notebook 
(comments were written as objective observations, and notes from previous 
visits and private conversations had already been removed). I invited coaches 
to contribute to the construction of findings,77 and participate in discussions 
about the application of theory and nature of qualitative research. I also 
provided them with regular updates about the study so that they understood 
                                                 
77 See the section Member Checking and the Construction of Findings in this chapter. 
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the lengthy nature of the PhD process and were less likely to feel abandoned 
during the long months between final data gathering and the production of 
outputs.  
Even using these and the other mechanisms described throughout this 
chapter, there was no true equality of transparency. I was present in 
participants’ worlds and free to roam with relatively few constraints while 
simultaneously guarding the borders to mine, if only to manage external 
perceptions about my professionalism and ethical behaviour. Offering 
transparency was, I concluded, a naïve attempt to ameliorate the power 
imbalance that seemed inevitably embedded in the research venture (see 
Gilbert, 1994). 
Researcher as therapist  
Another of the ethical challenges I encountered was the potential for crossing 
the boundaries associated with my role as researcher. As rapport grew and 
trust was strengthened, several participants shared experiences with me that 
were deeply confronting to them, some talking about past and present 
relationship abuse; the distress and anger they felt over organisational 
decisions made for service users; workplace politics (including bullying by 
managers and mobbing by co-workers); and the challenges and heartbreak 
inherent in supporting chronically ill and dying service users. My role as 
interested, secrecy-bound listener had, it seemed, opened the door for 
participants to share private and often intensely powerful experiences with 
me.  
As identified by Allmark et al. (2009), I found that the line dividing the 
researcher role from other possible functions was thin at times, and while I 
aimed to convey genuine empathy for support workers as they talked to me, I 
was cognisant of my ethical responsibility to do no harm. I was also aware 
that shutting down conversations based on my own nervousness about 
crossing boundaries may simply add to distress, so I would simultaneously 
attempt to handle the conversation sensitively and responsively while alerting 
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the worker to my limits. I would provide the worker with the option of ending 
the conversation and remind her that I was not a qualified counsellor, 
suggesting instead that she access the organisation-sponsored counselling 
support on offer. If that option was rejected, I would refer her to free services 
which I knew had expertise in the area of concern. I would, however, 
generally allow the support worker to determine the nature and direction of 
the conversation, giving her as much time as she needed to tell the story she 
felt she had to tell, and allow her to shift the topic of conversation when she 
was ready or when circumstances required it. I would also invite the person to 
rescind any part of the conversation if she later felt uncomfortable with what 
she had shared. 
The challenge for me involved walking a three-way tightrope between 
reciprocity, role and moral responsibility. I was a researcher but I had also 
developed relationships with people, and they had come to see me as a 
contributor rather than a researcher which was exactly what I wanted; yet if I 
was only offering this relationship in order to get good data then it was 
essentially exploitative (see Harrison, MacGibbon & Morton, 2001). Such acts 
of sharing are usually undertaken within the space of friendship or in a paid 
relationship where healing is expected, and I was not offering either, thus the 
potential for exploitation was disturbingly high. Being a researcher was, in my 
eyes, no excuse for not following through on my obligation to continue living 
as a moral and concerned human being. Consequently there was no neat line 
that separated my role as researcher from invested other; I simply had to 
straddle the ethical tensions as carefully and as sensitively as I could.   
 
Field notes 
The construction of field notes was one of the most important aspects of data 
collection (see Patton, 2002). Field notes (or the field diary) are accounts that 
capture the experiences, observations and personal impressions of the 
researcher as she immerses herself in the social reality of participants 
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(Liamputtong, 2009). According to G. Jones (2006), they form the basis of 
ethnographic data collection. As such, they constituted a significant 
component of the data collected during this study.  
Madden (2010) asserts that there is no agreed-upon way to record field notes 
(see also Patton, 2002). He does, however, suggest that there are two main 
types of field notes: notes taken during active field work and records 
constructed soon after field activity. I adopted this straightforward approach 
for the study. I carried a notebook with me during field work activities and 
wrote as much of what I experienced whenever it was expedient to do so. 
Once I finished a session of participant observation or an ethnographic 
conversation, I would return home and reconstruct the record electronically, 
using the minimalist notes to construct the record and subsequent reflections 
with more clarity and in considerably more detail. My ethnographic field diary 
thus comprised a carefully managed trail of hand-written field notes and 
memos; detailed, electronically constructed field notes; and more thoughtful 
and elaborated researcher reflections.78 
I did not find that the presence of a notebook detracted from the quality of 
observations and discussions I had with people. On the contrary, it did not 
take long before workers developed an expectation that I would take notes 
when they talked with me.79 On several occasions when I had opportunity to 
talk to participants as they worked, I found myself listening intently. 
Sometimes there would be a silence, and the individual would look at me, 
stare pointedly at my notebook, and then look back at me almost expectantly. 
I interpreted these actions as my cue to start writing. Some service users were 
much less subtle with their hints. On one occasion, a service user was telling 
me about where he used to live before ‘the flood’ and where he wanted to 
                                                 
78 I also note that field notes and research records must be managed responsibly. They were, 
therefore, stored and managed according to the university policy on data management. Raw 
data notes were kept in locked facilities, and electronic records were password protected. 
Electronic records were stored in four separate locations, with file backups being undertaken 
weekly (and, towards the end of the research, daily). 
79 I note that Prasad and Prasad (2000) reported that participants responded in similar ways 
to the presence of an ethnographic note-taker in their work environment. 
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live now. He leaned forward and told me very intently, “I want you to write 
that down.” I did, of course, remind him that I was not there as his advocate. 
Nevertheless, pointing towards the blank page, he looked down at my 
notebook and insisted that I record what I had just told him. I duly obliged and 
later reported his request to the flood relocation project manager. The act of 
writing had become an indication to those present in the research setting that 
I considered their contributions valuable.  
In addition to the notes constructed during and after instances of participant 
observation, I also gathered numerous other artefacts (see Table 4.1) which 
contributed data to the study and were included in processes of analysis and 
interpretation (see Patton, 2002).  
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Table 4.1 
Documents Incorporated into Field Notes 
Artefact type Examples 
Quality 
documents 
The intranet (policy, procedure, work instruction); position 
descriptions; templates for: service user records, team 
meetings, individualised plans,80 CHAP reviews.81 
Training 
materials 
Materials provided during training sessions; workers’ notes 
on internal and external training/educational activities.  
 
Organisations’ 
websites 
General information; vision, mission and values statements; 
organisational structure; annual reports; organisational 
updates. 
 
Displays Documents displayed on the walls and surfaces in workers’ 
offices. 
 
Service user 
records82 
Individualised plans; completed CHAP reviews; action plans; 
behavioural management plans; and data recording charts.  
 
Personal Emails, notes, poems and jokes from workers. 
 
Member checking and the construction of findings  
Member checking is a process that provides participants with opportunities to 
provide feedback to the researcher about how they have been represented 
                                                 
80 The development and maintenance of an individual plan is one of the mechanisms used by 
Queensland disability services to: 1) identify the individual needs and goals of service users; 2) 
develop responses that address these needs and achieve goals; and 3) meet their obligations 
under the DSAQ2006 (Queensland Government, 2006).  
81 CHAP, or Comprehensive Health Assessment Program, is a health assessment tool designed 
for collaborative use with people with an intellectual disability, their carer(s), and general 
practitioner (GP). Its purpose is to assess the individual’s current health status, and identify 
and address unmet health needs (Lennox et al., 2007). 
82 These documents were only accessed under the following circumstances: permission was 
granted by the appropriate decision-maker, and documents were related to the specific area 
of support that I was observing.  
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and the accuracy of information collected (Seale, 2004). It is a useful process 
for strengthening research rigour (Seale, 2004) and facilitating trust in the 
participant-researcher relationship (Jorgensen, 1989). Member checking is 
typically undertaken through processes such as providing participants with 
transcripts of interviews so that they can confirm the accuracy and intent of 
contributions.  
Member checking in the current study took less of a ‘checking raw data’ 
approach than it did an on-going invitation to participants to engage with me 
over actual interpretations of the data. Analysis of the data began very early 
on in the data collection phase of the study (as recommended by Patton, 
2002; LeCompte & Schensul, 1999, 2013; Madden, 2010), and I began 
reviewing, analysing and interpreting material and taking it back to workers 
within a few weeks of commencing data collection. Thus stage one of member 
checking involved returning to the setting as part of the ordinary field work 
activities, and reviewing themes and interpretations of events with coaches 
using the communication medium they were most comfortable with: the 
conversation that flowed during ordinary activities of support. Member 
checking was, as such, embedded in the iterative processes necessary for 
constructing the emic-etic perspective. 
Subsequent stages of this collaborative construction of findings were 
undertaken within the in-depth conversations with participants. Findings were 
shared and discussed during these conversations as they occurred throughout 
the research. During later phases of data collection, I invited coaches and 
regularly contributing participants to engage with me in a series of discussions 
about the findings. Seven coaches agreed to contribute to this process, and 
engaged with me for between a total of 90 minutes and six hours each. I 
would bring with me a brief synopsis of several key findings to discuss with 
them, and incorporate these concepts into the conversations. By this stage of 
the study, the relationships I had established with these individuals were 
generally reciprocal and robust which opened the door for some good-
natured yet challenging debate.  
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Using this approach meant engaging in a messy and cyclical process of 
working with findings to a point where I had reasonable confidence in their 
robustness and then taking them back to participants for review, revision and 
refinement. I engaged at the juxtaposition of perspective for as long as I 
could; ultimately, however, I had deadlines to meet. And, unsurprisingly, 
participants were no less prone to rethink initial contributions and refine their 
thinking than I was. Additionally, participants would sometimes add new data 
in their attempts to hone the results, which often necessitated a review of a 
theme or construct, the redefining of context, or the refinement of a narrative 
(or replacing it with a more explicative one). Additionally, participants had 
varying interest in the multifarious components of the data so I aimed to work 
with people’s strengths and aspects of the outputs for which they had a 
particular attraction.  
Eventually, however, I was faced with the humbling realisation that the final 
construction of knowledge – the structure of the thesis, the choice of 
narrative, the tone, the language, the style – was ultimately up to me. It 
would be salted with the voices of theory and my own encounters with their 
worlds, inevitably reflecting the third – or emic-etic – account of the research 
experience (see Whitehead, 2005). There could be no pure representation of 
participant standpoint. 
From my perspective, the techniques of reflexivity, relationship, field notes, 
and member checking were the chief mechanisms I used to construct the 
ethnographic story. They were the grounded, actionable strategies and 
artefacts that enabled me to wrestle steadily in the emic-etic nexus, a space 
where insight was made possible through the often painful shifting of my own 
often increasingly irrelevant schemas. These strategies assisted me with 
capitalising on my researcher-as-native status by transforming my data 
collection experiences into conscious activities and tangible outputs. They 
were, as such, both precursors to, and integral strategies for, making sense of 
the data. 
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The technical and the intuitive: Data analysis 
and research rigour  
Recursive analysis and the construction of findings 
Qualitative data analysis comprises the processes used to make meaning from 
the voluminous material accumulated during data collection (LeCompte & 
Schensul, 1999; K. Willis, 2006). Despite an array of techniques and guidelines 
on how to conduct data analysis (Patton, 2002), there are no shared standards 
(Miles & Huberman, 1994) or recipe for how to transform data into findings: 
“because each qualitative study is unique, the analytical approach used will be 
unique” (Patton, 2002, p. 433). The researcher must therefore familiarise 
herself with the technical and intuitive-based processes available (Miles & 
Huberman, 1994) and then construct an approach that meets the specific 
needs of the project at hand.  
In keeping with the constructionist epistemological orientation of the study 
outlined in Chapter 3, I adopted Braun’s and Clarke’s (2006) and Charmaz’s 
(2006) argument that social knowledge is constructed. Findings would not 
‘emerge’ from the data because, as the constructionist perspective asserts, 
reality is not ‘out there’ waiting to be uncovered (Heywood & Stronach, 2005) 
but is produced through active engagement with the data: 
An account of themes ‘emerging’ or being ‘discovered’ is a passive 
account of the process of analysis, and it denies the active role the 
researcher always plays in identifying patterns/themes, selecting which 
are of interest, and reporting them to the readers (Taylor & Ussher, 
2001). (Braun & Clarke, 2006, p. 80) 
The approach I used to support a constructionist analytic approach was that 
of recursive analysis. Recursive analysis is often used in ethnography 
(LeCompte & Preissle, 1994), and is congruent with the bottom-up, top-down 
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interface between data and higher level concepts described in Chapter 3.83 It 
requires the researcher to engage in a continual process of examination, 
comparison, condensing and revisiting of data, thus resulting in a 
sophisticated understanding of participants’ social worlds (LeCompte & 
Schensul, 2013). 
Recursive analysis was incorporated into the study to achieve two main 
objectives: 1) maintaining the rich description and narrative required by the 
ethnographic tradition; and 2) addressing the research questions and 
objectives. I adopted four key techniques that ran parallel to each other 
throughout data analysis and interpretation in order to achieve these goals, 
each of which is briefly described in the following sections. 
Thematic analysis 
LeCompte and Schensul (2013) argue that the inductive element of recursive 
analysis is accomplished through thematic analysis. Thematic analysis is a 
highly flexible approach to qualitative data analysis and “a method for 
identifying, analysing and reporting patterns (themes) within data” (Braun & 
Clark, 2006, p. 79). It was one of the key strategies I used to organise and code 
data for easy retrieval, and explore specific content related to the research 
questions and objectives. The approach to thematic analysis adopted in the 
study paralleled the widely used, six-stage process explicated by Braun and 
Clark (2006). I condensed their process into four stages: 1) becoming familiar 
with the data; 2) generating codes; 3) identifying themes; and 4) refining 
themes.84 In order to maintain the richness of meaning and sense of 
                                                 
83 Recursive analysis parallels grounded theory in that it works inductively and deductively 
across data and theory. However, recursive analysis does not require a theory-free starting 
point, or rely on multi-layered coding and categorisation for the derivation of constructs (see, 
for example, Corbin & Holt, 2005, for a discussion on the core tenets of grounded theory). 
84 Despite the usefulness of coding with regard to addressing the research questions, I was 
constantly aware of its limitations. Bergheim (2011) states that there are two main arguments 
against coding within data analysis: 1) coding results in removing the data from context; and 
2) tends to fragment the data and interrupt the narrative flow (see also Braun & Clarke, 2006; 
Bryman, 2008; Richards & Richards, 1994). I experienced both of these issues as problematic. 
Additionally I found that separating the data into codes had the effect of linking topically-
related data into an apparently single moment in time, as if such considerations as data 
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wholeness of the data (see Weitzman, 2000; K. Willis, 2006) and to avoid 
distancing myself from the data (O’Reilly, 2005), I decided not to use data 
analysis software, instead relying on a multi-coloured system of hard-copy 
coding and indexing, and the incorporation of a range of other data analysis 
techniques which are outlined below.  
Visual displays  
The use of visual mechanisms in data analysis is identified as a useful strategy 
by a number of researchers and writers (e.g. Braun & Clarke, 2006; DeVault & 
McCoy, 2006; Liamputtong, 2009; Patton, 2002; Strauss, 1987). Mapping 
enables information to be presented visually, systematically and holistically 
(Miles & Huberman, 1994), and, in this study, comprised an important 
strategy for data refinement and tracking the evolution of my thinking during 
the construction of findings. The types of data displays were based on Miles 
and Huberman (1994), and included: time-ordered displays (narratives and 
chronological events); conceptually-ordered displays (researcher impressions; 
inductive analysis using codes, categories and themes; deductive analysis 
using research questions and objectives); and causal displays (theoretical 
maps and models).  
Conversation 
Conversation not only generated a significant component of field note data85 
but became one of the primary data analysis strategies for the project. 
Discussions with participants, contributors, academic supervisors, and 
academic mentors were employed continuously to gather, clarify, interpret 
and refine the data. Most importantly, on-going, robust discussions about the 
findings with participants became an important technique in the construction 
                                                                                                                                 
potency and researcher analysis, interpretation and maturity of thinking were steady and 
static entities. Without context, all content on a particular topic was equal even if there were 
good reasons for not considering it so. Thus coding was used more for the indexing of data 
than it was for the construction of the final themes. 
85 See the section entitled The Ethnographic Conversation in this chapter. 
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of negotiated meaning,86 and enabled me to analyse and interpret data in line 
with Whitehead’s (2005) call to incorporate the greatest degree of emic 
validity possible in the ethnographic account. 
Writing and reflecting 
Richardson (1994), and Richardson and St. Pierre (2005), argue that writing is 
also a method for inquiry and analysis. In this instance, I use the word ‘writing’ 
to summarise the cognitive and literary processes involved in constructing the 
research account. Every aspect of writing became part of data analysis, 
including: writing up field notes and memos; working with theory and 
literature; constructing reflections, narratives and vignettes; and the continual 
drafting and redrafting of chapters. Each of these tasks required on-going 
analysis and decision-making.  
It was through writing that the findings were eventually situated within a 
structure and given coherence and meaning. I note that Madden (2010) views 
the process of writing findings not as LeCompte’s and Schensul’s (2013) 
crunching data, but as value adding (p. 148) or fattening up (p. 151). While I 
argue that data is distilled (it is not possible to include every instance of data 
in a thesis), I agree that it is also enriched through the construction process: 
Ethnographic writing should aspire to meet the challenge of conveying 
an interesting, accessible and believable portrait of a culture or society, 
and to do so it has to find a balance between the duty to facts and 
validity and a literary voice that conveys rich, evocative and persuasive 
description. (Madden, 2010, p. 166) 
In summary, Figure 4.3 provides a visual overview of the four-part, interactive 
nature of the components of recursive analysis. 
                                                 
86 See the section entitled Member Checking and the Construction of Findings in this chapter. 
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Figure 4.3. The recursive analytical process. 
Constructing the whole
While the individual processes displayed in Figure 4.3 can be explained with 
relative clarity, the experience of synthesising material into the final account 
was considerably more nebulous. The on-going accumulation of data 
throughout the study resulted in a continuous and fresh flow of writing, 
reflection, summarisation, indexing, mapping, discussion and refinement, with 
the cycle operating according to its own demands and, more importantly, the 
demands of the data and the research process. As such, the process was a 
reflection of the continual evolution in my thinking. As Basit (2003) suggests, 
qualitative data analysis “is not fundamentally a mechanical or technical 
exercise. It is a dynamic, intuitive and creative process of inductive reasoning, 
thinking and theorizing” (p. 143). Data analysis was, therefore, a complex, 
continual and challenging component of the research venture and crucial to 
constructing a coherent ethnographic narrative.  
  
Thematic 
analysis
Data  
displays
Convers-
ation
Writing
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Research rigour in the study  
Research rigour refers to the quality or worth of the research product. In their 
discussion on research rigour in qualitative inquiry, Long and Johnson (2000) 
argue that all studies must be sufficiently open to enable critique and 
evaluation of method, accuracy of the findings, and “the integrity of 
assumptions made or conclusions reached” (p. 30) (see also Anfara, Brown & 
Mangione, 2002; Miles & Huberman, 1994). The two concepts typically 
associated with research rigour, validity (accuracy or ‘truth’) and reliability 
(stability and consistency of the findings), are predominantly used within the 
realist paradigm of knowledge production (Altheide & Johnson, 1994; Seale, 
2004). As validity and reliability do not translate easily to qualitative research, 
and multiple regimes for determining rigour exist (Long & Johnson, 2000), 
there is some contention about how research rigour should be determined 
within qualitative research. 
In order to address research worth from several possible standpoints, I 
incorporated the widely used frameworks proposed by Lincoln and Guba 
(1985) and Guba and Lincoln (1994). Whittemore, Chase and Mandle (2001) 
describe Lincoln’s and Guba’s (1985) measures of credibility, transferability 
and confirmability as “the gold standard” (p. 527) for determining the real-
world relevance (or validity) of qualitative research, a claim with which 
Liamputtong (2009) agrees. A fourth term, dependability, is used by Lincoln 
and Guba (1985) to replace the concept typically referred to in quantitative 
research as reliability. A fifth criterion, authenticity, was later presented by 
Guba and Lincoln (1994) in support of the ethical commitment to fairness. All 
five of these concepts were incorporated into the current study to support 
research rigour, and are discussed below as they align with implementation 
strategies proposed by Seale (2004).  
Credibility refers to the ‘truth-value’ or internal validity of the research, and 
asks the question: Are the findings believable? Credibility is strengthened by 
prolonged periods of field work, persistent observation, and triangulation. The 
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current study consisted of a 16-month period of data collection that resulted 
in more than 172,000 words of typewritten data; these points reflect 
prolonged data collection and extensive observation. The study also employed 
the triangulation of both data (investigation of data within a range of 
contexts) and methods (the use of multiple data collection techniques). As 
outlined earlier in this chapter, data was also collected in a range of locations 
and across varying combinations of participants and contributors in multiple 
support contexts. The study also incorporated both participant observation 
and interviews, a combination described by Seale (2004, p. 78) as classical 
methodological triangulation. 
Transferability, or applicability, is an alternative standard to the objectivist 
concept of external validity. It asks the question: Are the findings applicable to 
similar contexts outside the study? Qualitative research is generally 
considered to lack representativeness due to small sample sizes and 
approaches to sampling. Ezzy (2006), however, highlights how – in qualitative 
research – the selection of cases typical of the phenomenon being studied 
may strengthen transferability of findings (see also Wolcott, 2010). 
Constructing a thick, or highly detailed, description of the phenomenon can 
therefore assist with demonstrating transferability. While representativeness 
cannot be claimed in the current study for reasons of sampling and sample 
size, the rich and descriptive narrative presented throughout the findings 
support determinations about how well the study’s findings translate to 
comparable settings.  
Dependability (reliability, or Can the study and its findings be repeated?) and 
confirmability (objectivity or neutrality) are strengthened through the 
incorporation and consistent implementation of a detailed audit process and 
trail that allows for later scrutiny of process and data. In this study, detailed 
hard-copy and electronic records and systems were constructed and 
consistently maintained.  
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Finally, authenticity is related to the ethical concept of fairness and refers to 
how well the research genuinely reflects the experiences, and meanings 
attributed to experiences, of participants. Ethnographic approaches typically 
incorporate what is referred to as the iterative process: the on-going 
observation, interviewing and making inferences with guidance and input 
from participants leads to constant revising and learning until the greatest 
possible emic validity is attained (Whitehead, 2005). As described in this 
chapter, the iterative process was embedded throughout the data collection, 
analysis and interpretation phases of the study to ensure that participants had 
repeated and on-going opportunities to shape my understanding of their 
worlds.  
Overall, the processes discussed throughout this section of Chapter 4 highlight 
the attention paid to research rigour during construction and implementation 
of the research design.  
Exiting field work  
As with most other aspects of the research, exiting field work required that I 
balance the tensions between strategy and flexibility. I had intended to exit 
each service once I: 1) had undertaken a lengthy period of field work in each 
location (as recommended by Liamputtong, 2009); 2) had experienced as 
many of the activities outlined in Figure 4.2 as possible at each setting; 3) was 
confident that I was not collecting any significantly new material (see Corbin’s 
& Holt’s, 2005, and Liamputtong’s, 2009, discussions on data and theoretical 
saturation); and 4) had become confident that my own understandings of the 
setting and those of participants were congruent, that is, I had constructed a 
coherent emic-etic perspective. These objectives achieved, I gradually 
reduced my visits to the homes over a period of weeks, and organised final, 
farewell events so that service users and workers were aware that my 
information gathering activities were nearing an end, and that I would no 
longer be visiting their homes on such a regular basis.   
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I was also mindful of the need to conduct the exit process sensitively. Berg 
(2007) states that “because relationships are virtually the stock and trade of a 
good ethnographer, care must be taken when leaving the field” (p. 213). I 
wanted to avoid perceptions that I was an exploitative researcher, so – after 
exiting the services – I remained in contact with coaches in order to: send 
them occasional updates regarding my progress; maintain a link with people 
with an intellectual disability who participated in the study; and negotiate 
ways to communicate outputs from the study to both workers and service 
users.  
Dissemination of the research results 
Dissemination of research outputs is an important part of the researcher’s 
ethical imperative to submit findings for peer review and determination of 
research worth (Liamputtong, 2009). There were two key issues I encountered 
in my attempts to undertake this directive responsibly.  
An ethical priority: Participant de-identification and 
anonymity  
One of the most important matters I encountered in relation to the 
dissemination of results related to an issue I addressed in my original ethics 
application: the preservation of participant anonymity in the outputs of the 
research. It became clear that several participants expected sanction or 
retribution if their more candid contributions were identified by management, 
the organisations’ professional teams, or other support workers. These fears 
grew as participants and contributors began sharing increasingly controversial 
and confronting material with me, with many of them expressing their 
nervousness about how I would ensure anonymity. Some individuals made 
explicit requests of me not to use specific material, sharing threads of stories 
with me over several weeks, eventually telling me, “you can’t talk about that” 
or “I’m only telling you this because you can’t tell anyone.” Thus the issue of 
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participant anonymity became a much higher priority during the research 
than I had originally anticipated.  
Hopkins (2007) suggests that issues of importance to participants be treated 
as ethical priorities, and one of the commitments I made to participants at the 
beginning of, and throughout, the research was that I would make every 
effort to protect the privacy of their contributions and anonymity within the 
final outputs from the study. I believed that since I had secured involvement 
based on this ethical stance, there should be no compromising on this issue. 
Miles and Huberman (1994) suggest that if protecting identity was part of the 
agreement with those contributing data, then the researcher may need to 
“err on the side of protecting anonymity” (p. 293). The dilemma then became 
about how to preserve confidentiality whilst honouring one of the 
fundamental tenets of ethnography – thick, rich description. The more 
detailed the description, the greater the likelihood of identification and an 
ensuing breach of my commitment to protect contributors’ identities.  
I discussed the issue throughout the study with academic supervisors and 
participants, and eventually settled on a set of strategies for de-identification 
that expanded upon those outlined in my ethics application. De-identification 
of the organisations, service locations, participants, community venues, 
service users and other contributors was supplemented with other strategies 
that included altering details that had minimal impact on the findings (for 
instance, changes in contributor position titles and the gender of service 
users).87 I also decided to assign female gender to all contributions made by 
employees of the organisations involved in the study. Only a small proportion 
of the support workers employed by the organisations in the study were men; 
as such, declaration of gender would have made de-identification difficult, if 
not impossible. Additionally, the inclusion of data that could result in 
retribution for participants has been written in less detail so as to make 
identification of the individuals involved highly unlikely. In some of these 
                                                 
87 Miles and Huberman (1994) suggest that such changes constitute “violence done to truth” 
(p. 293) yet agree that as long as the core findings are preserved, this approach is acceptable.  
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instances, I have reported events without identifying locations in order to, 
again, minimise the likelihood of re-identification of participants. Additionally, 
when I used a quote in a specific context which I thought might identify a 
participant or contributor, I communicated with the individual in question, 
providing her with the quote and the context within which I intended to use 
it, and then sought her permission to use it.  I note that this approach to the 
reporting of data is supported in Miles and Huberman (1994). Thus 
considerable attention was paid to minimising the likelihood of identification 
of specific contributions by individual participants.  
The ethical prioritisation of participant wellbeing has had considerable 
influence on the presentation and analysis of the data. For instance, I was 
unable to: provide detailed descriptions of participants; undertake critical 
analysis with regard to specific features of the findings (such as gender); 
structure the findings chapters according to each research setting; or 
undertake consistent analysis of findings across locations. As such, my 
attention to the ethical imperative of beneficence impacted significantly upon 
my ability to present and contrast the data in entirely descriptive and/or 
systematic ways.88   
Dissemination mechanisms  
As I was conducting the research, I became aware that research outputs and 
dissemination mechanisms designed for academia were not always suited to 
the needs of frontline organisations whose focus is on practice-driven service 
provision and its improvement rather than knowledge production. My 
dissemination plan89 thus supported the reporting of findings across four core 
groups of stakeholders: academia (electronically available thesis, conference 
presentations, peer-reviewed journal articles, publication of the thesis as a 
                                                 
88 It is worth noting, however, that the primary purpose of reflective ethnographic writing is 
not systematic presentation and analysis of the data, but the transportation of the reader into 
the lived experience of participants (Madden, 2010). See the section in Chapter 3 entitled 
Ethnographic Methodology: Embodying the Researched for the thesis position in this regard. 
89 The plan has been partially implemented and will be enacted in full after finalisation of the 
thesis. 
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book); participants and contributors (access to the thesis and articles, 
notification of conference presentations, follow-up conversations); 
organisations participating in the research (short reports targeted to matters 
of interest, verbal presentations/conversations/workshops, notification 
of/access to the research outputs); and the broader community sector, 
including people with an intellectual disability (use of social media, workshops 
and presentations, panel participation, articles and easy-English summaries of 
the study for non-peer-reviewed sector-based publications). This strategy was 
intended to not only meet the requirement to submit new knowledge for peer 
review, but to support the ethical principles of reciprocity and beneficence.  
Conclusion  
This chapter has described the operationalisation of ethnographic 
methodology in the study. It described key elements of research planning and 
strategy such as: addressing ethical considerations and securing access; the 
methods and approaches I used for immersing myself in, and understanding, 
the daily lives of participants; the relevance of techniques for strengthening 
the nature of data collected and eventual research rigour of the study; the 
worth of a multi-layered, inductive-deductive approach – recursive analysis – 
to data analysis; and how I addressed issues concerning exiting the research 
settings and disseminating the findings.  
While the structure of Chapter 4 was positioned intentionally around these 
more instrumentalist activities of research, it also identified another potent 
theme in the doing of naturalistic inquiry – the need to establish connection 
and responsiveness. No amount of carefully constructed research strategy 
could make up for a failure to invest myself at the coalface. Ethnography was, 
after all, about immersion, and would thus require a degree of 
methodological and interpretive flexibility (Goldbart & Hustler, 2005; Norris & 
Walker, 2005; Wolcott, 2010) that should not be subsumed by tightly-planned 
procedure. And, as outlined throughout Chapter 4, I found that the 
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ethnographic venture was equally about responding openly to the 
unforeseen; being alert to vulnerability; allowing myself to be baffled by 
discrepancy; continually wrestling with aspects of life that non-researchers 
would likely dismiss as being too insignificant to warrant their attention; 
feeling overwhelmed with the intensity of the support experience; and 
seeking to connect with unique other.  
In summary, there could be no ethnography without an incessant synthesis of 
the practical elements of the research venture with the inevitably human 
aspects of reaching deeply into the space of everyday life. Both of these 
approaches contributed to a holistic platform for engagement, ironically 
providing me with sufficient structure to be able to operate flexibly. As 
highlighted throughout this chapter, holding the tension between planning 
and doing, the theoretical and the experiential, the technique and the art, the 
scientific and the intuitive was not at all straightforward – it demanded 
continual attention to an unwavering engagement with reflection, 
commitment to strengthening relationship, and the conscious remaking of 
strategy on a moment-to-moment basis.  
It was through the implementation of the approaches described in this 
chapter that I was able to gather, analyse and interpret the data gathered 
during the study, and construct an in-depth understanding about the 
knowledge participants used in their support to older people with an 
intellectual disability. This process generated the findings and conclusions 
which are discussed in the remaining chapters of the thesis. 
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Chapter 5 
 
Describing the backdrop to frontline 
knowledge 
The research settings  
 
 
Introduction  
Chapter 5 provides background to my exploration into knowledge and a 
platform for discussions undertaken in subsequent chapters about the impact 
of context on frontline knowledge. The first part of the chapter describes the 
broad disability service provision context in which the study took place. It 
identifies important points of contrast between the two organisations in the 
study in relation to key aspects of this context.90 The second part of the 
chapter is primarily descriptive in orientation. It introduces the three 
accommodation and support services in which the study was conducted; 
provides a flavour of each of the settings from the emic-etic standpoint; and 
comments about the contribution these services made to this ethnographic 
study of knowledge used in the support to older people with an intellectual 
disability. 
  
                                                 
90 Discussions about the knowledge-based implications of these points of contrast occur in 
Chapter 7. 
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The organisational context: Funding, 
legislative and decision-making influences  
As outlined in Chapter 4, this study was undertaken in three disability services 
auspiced by two community-based organisations (CBO1 and CBO2),91 both of 
which had administrative offices situated in Brisbane (in Queensland, 
Australia). This section of Chapter 5 discusses these organisations in relation 
to three key aspects of operation, all of which inform discussions undertaken 
later in the thesis about the context in which knowledge was operated. These 
aspects of organisational context are: funding/resources; legislative 
obligations (with regard to the implementation and maintenance of quality 
management systems); and locus of decision-making. 
CBO1 and CBO2 operated within a similar resource context in that they were 
both reliant on state- and federally-based government funding in order to 
provide services to people with an intellectual disability. Both organisations 
were relatively large, operating multi-million dollar budgets and employing a 
range of administrative and professional personnel to support frontline 
activities. Neither organisation was fully funded for all costs of service 
provision, with executive-level personnel within CBO1 confirming that CBO1 
services typically operated at lower levels of funding per individual service 
user relative to other supported accommodation services in Queensland.92  
The organisations operated within a similar legislative context. For instance, 
continued funding for services to people with a disability was contingent upon 
successful implementation and maintenance of systems that operationalised 
several key pieces of disability-based legislation and their associated 
regulations. Of note is the DSAQ2006 which mandated the implementation of 
                                                 
91 As already discussed, two of the three accommodation and support services in the study – 
50 Bolwarra Crescent (Bolwarra) and 37 Red Gum Place (Red Gum) – were operated by CBO1. 
The service located at 5 and 7 Silky Myrtle Drive (Silky Myrtle) was auspiced by CBO2. 
92 Levels of funding are reflected in the support-worker-to-service-user ratios discussed 
throughout this chapter. 
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quality management systems in all state-funded disability services 
(Queensland Government, 2006; DCCSDS, 2012a, 2013). The introduction of 
this legislation resulted in the development within both organisations of 
extensive intranet-based systems of policy, procedure and work instruction to 
establish consistent, evidence-based, minimum-standard practice, and 
required detailed and extensive record-keeping by frontline practitioners. 
During the period of data collection, monitoring of the system occurred via 
audits of individual services as part of a three-year cycle of review by both an 
external (government-approved) auditing body and internal (organisational) 
personnel.  
While both organisations operated within similar funding and legislative 
environments, they differed in one main area of relevance to this study: locus 
of decision-making. Staff across several levels of CBO1 reported that the 
organisation took a relatively centralised approach to decision-making, with 
decisions that lay outside the day-to-day tasks of support and routine 
operations of services often being made by non-frontline personnel. 
According to staff, this centralised approach to decision-making was 
embedded in the management structure of the organisation. For most of the 
field work period, support workers at the CBO1 services in the study (Bolwarra 
and Red Gum) reported to their frontline manager, the chain of command 
then running through two additional levels of senior management, one 
executive-level manager, and culminating in the organisation’s executive 
officer and board of governance. Issues relating to non-routine aspects of 
support (such as a decision about where a service user should live or the 
development of an individual plan) were often passed to, or managed by, 
personnel outside the service (such as a senior manager or someone from 
CBO1’s administrative or professional teams93).  
In contrast, the management structure of CBO2 (the Silky Myrtle service) was 
relatively flat, with support workers reporting to a service manager who, in 
                                                 
93 These teams included individual planning officers, behaviour support/complex needs 
professionals, and social workers. 
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turn, reported directly to the executive officer (who then reported to the 
board of governance). The development of plans and systems within the Silky 
Myrtle service was often accomplished by members of the frontline team 
themselves, who – during these activities – sought guidance from the service 
manager, the team’s senior practice advisor, and other organisationally and 
externally based professionals.  
Both organisations were thus operating within a similar context of limited 
funding for direct service provision, and an increasingly regulated service 
delivery environment that intensified administrative demands on frontline 
personnel and prioritised the accumulation of evidence to demonstrate 
acceptable standards of practice. The organisations differed substantially in 
their approach to decision-making at the frontlines, with CBO1 employing a 
more centralised approach to decision-making that was channelled through 
multiple layers of management, administrative and professional staff, and was 
often finalised by personnel in non-frontline positions, while CBO2 maintained 
a relatively flat management structure that decentralised decision-making and 
situated it largely within the services themselves. As such, support workers 
within the CBO2 service had greater opportunity for, and involvement in, the 
construction of the formal knowledge systems that influenced frontline 
practice. 
The frontline context: An overview of the 
services in the study 
Both CBO1 and CBO2 delivered accommodation and support services to 
people with an intellectual disability, three of which were included in the 
current study. As accommodation and support services are predominantly 
delivered within the home environments of service users, each service user 
home (or, in relation to Silky Myrtle, collection of homes) was considered to 
be a ‘service’.  
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The services included in this research provided all service users (notably those 
individuals considered to be ageing) with practical assistance, or support, to 
live in their own homes in community settings, meet individual needs, and 
construct autonomous lifestyles within a human rights framework (see the 
DSAQ2006 for legislated expectations regarding service delivery). Practical 
aspects of support involved assisting older service users with a wide range of 
activities typically associated with daily life such as personal care, home 
maintenance, health care, management of finances, recreation, maintenance 
of routines, community access, social engagement, skill development, 
behaviour support, self-advocacy, and the achievement of personal goals and 
aspirations.  
Older people with an intellectual disability brought a broad and varied range 
of knowledge, life experience, personality, skills, interests, abilities, 
impairments, vulnerabilities and aspirations to their lives, and – as a result – 
the support they required varied considerably according to their unique 
situations and requirements. A number of the older service users living at 
Bolwarra and Red Gum were able to manage many aspects of their lives with 
minimal involvement from support workers. Other service users, including the 
service users at Silky Myrtle, had significant disabilities and/or health 
conditions that impacted considerably on their capacity for independent 
living, and required ongoing and intensive support across most aspects of 
daily life.  
Support to older service users in the study was delivered primarily through 
the efforts of the frontline workforce, that is, a team of disability support 
workers who were employed by the auspicing organisation and supervised by 
a frontline service manager. Like older service users, support workers in the 
study were a diverse group of people and brought a range of abilities, 
personalities and backgrounds to the study. There were, however, some 
broad trends amongst coaches94 in the study which are briefly outlined in this 
                                                 
94 As discussed in Chapter 4, coaches were those support workers who participated most 
actively in the study, and were willing to engage in regular, in-depth conversations with me. 
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paragraph and detailed in Appendix D, Background Characteristics of Coaches. 
At the time I commenced initial ethnographic conversations, coaches were 
predominantly middle-aged (with a median age of 49 years); were female 
(eight women and one man); identified themselves as Australian (except for 
one coach); possessed or were pursuing post-secondary school qualifications; 
had a mean number of six years’ experience working with people with a 
disability; and brought a wide variety of previous employment and life 
experiences to their current roles. As described in Appendix D, those 
individuals who participated as coaches in the study were both typical and 
atypical of the broader group of disability workers within Australia. 
Each of the three services in the study thus provided similar types of 
responses to older service users in that they were required by legislation to 
meet people’s unique and wide-ranging needs within a human rights 
framework. The considerable diversity of service users I encountered in the 
study, along with the necessity for holistic support of that diversity, had 
considerable implications with respect to the range and nature of knowledge 
required by frontline practitioners. In other words, support workers needed to 
tap into a wide range of knowledge bases in order to comprehensively 
address the needs and preferences of older service users. It was an approach 
that paralleled the eclecticism of support described in Chapter 2 of the thesis. 
No place like home: Introducing the services 
The remainder of the chapter introduces the Bolwarra, Red Gum, and Silky 
Myrtle services respectively. This part of the chapter is divided into three 
sections, with each section comprising: a very brief description of some of the 
key features and structures of the service; a vignette that conveys some of the 
flavour of my experience at the service and subsequent reflections about 
                                                                                                                                 
Because of the intermittent and generally less committed nature of participation by other 
support workers, I only collected information about personal backgrounds from coaches.  
For the reasons outlined in the section entitled An Ethical Priority: Participant De-
identification and Anonymity in Chapter 4, I have not provided detailed descriptions of any of 
the workers in the study. 
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knowledge as a result of my experience there; a summary of the key ageing-
related issues as experienced by both support workers and myself; and a brief 
conclusion regarding the specific contribution of the service to the study.  
Bolwarra: Bricks and mortar and institutions unveiled  
Of the three services in the study, Bolwarra was the largest. The service was 
home to 16 residents who – at commencement of field work – were 
supported by a permanent staff contingent of nine support workers. The 
home was categorised within the National Minimum Data Set (NMDS) 
government-based service classification scheme (see AIHW, 2013a) as a small 
institution/residential. With the introduction of the Commonwealth Disability 
Services Act (1986) (see Australian Government, 1986) and the Queensland 
Disability Services Act (1992) (see Queensland Government, 1992), and the 
subsequent policy shift towards the deinstitutionalisation of people with an 
intellectual disability, Bolwarra represented an unpopular and increasingly 
criticised model of accommodation support.   
The service provided all service users with access to support on a 24-hour, 
seven-days-a-week basis. During usual waking hours (between about 6 a.m. 
and 10 p.m.), the home was staffed with a minimum of one (usually more) 
support worker(s). The support-worker-to-service-user ratio during these 
times was generally low, at around one-worker-to-six-service-users, 
occasionally dropping as low as one-worker-per-eight-service-users and rising 
as high as one-worker-to-three-service-users during the busiest periods of the 
day.  
In addition to the support provided during waking hours, the service also 
provided night-shift support. A single worker stayed awake during sleeping 
hours (usually between 10 p.m. and 6 a.m.) and performed a limited range of 
activities that included providing night support for service users who got up 
during the night; preparing for morning activities; completing paperwork; and 
cleaning common areas of the home. The organisation also employed two 
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additional workers to sleep at the home (known as sleepover workers) in case 
of emergencies, or to assist with service users who awoke during the night 
and required assistance from more than the one night shift worker. 
The following vignette presents a patchwork of some of the experiences I had 
during my visits to Bolwarra. It also includes some reflections about the 
service which later contributed to my overall understanding about the nature 
of knowledge as it was used by workers.  
“We’ve got 16 different people with 16 different ways.” 
I parked my car under one of the huge native trees that towered along 
the driveway and got out to scan my surroundings. 50 Bolwarra 
Crescent was not at all what I had imagined. Expecting an ominous, 
rectangular, brick building with few windows and no redeeming 
qualities (surely the quintessential representation of a several-decades-
old institution?), I was instead surprised by the sight of a sprawling, 
multi-winged homestead amidst native forest, neatly mown lawns, 
generous patio, and considerable array of outdoor furniture. On one of 
the tables stood a recently watered garden pot jam-packed with what 
looked like petunias. At hip height, I suspected the budding mass to be 
someone’s accessible garden. An accurate guess I later discovered. 
I walked along the curved pathway to the sliding glass door. As I reached 
the entrance, I could see several people sitting around one of several 
heavy wooden dining room tables – I guessed they were having 
afternoon tea together. In the foreground, the sun-filled lounge area 
was home to a sofa, piano, corner suite, coffee table, and mammoth 
wall TV. The latter had been all but abandoned. No sign of spiritless, 
institutionalised figures sitting listlessly for long periods around a 
television. The service manager – Elsa – whom I had met a few weeks 
before, was standing in front of the shiny stainless steel kitchen talking 
to another woman. Hearing me knock, she looked over, smiled and 
gestured for me to enter. After a brief greeting, she invited me to meet 
the service users. Then she was gone. Delighted at the opportunity to 
make my own introductions (no chance for preconceptions to intrude 
their way into anyone’s consciousness), I went over to the populated 
table and pulled out a chair.  
I had hoped to meet all the service users during this, my first visit to 
Bolwarra, and spent the next two hours sitting in the dining room 
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(which, I gratefully realised, was the strategic meeting point between 
both regularly used entrances to the home), hoping to cross paths with 
as many of the housemates as possible. Some sat with me at the table 
the entire time – Chelsea gazed silently at me while delicately sipping 
her stone-cold tea and taking the smallest of nibbles out of a biscuit. 
Others soared in energetically. “I’m Eloise.” The older woman plonked 
herself unceremoniously in the chair next to me and demanded, “Who 
are you?” before going on to describe the minutiae of her day. A few 
sauntered through the dining room with varying levels of interest in my 
presence – I took their investigations as a cue to vacate my chair and 
introduce myself, just in case they disappeared into some far-flung part 
of the huge house and my opportunity for research promotion was lost. 
They may have been short, but my first few hours at the service 
comprised a kaleidoscope of personality and style, each new service 
user bringing a fresh and intriguing energy to our impromptu mid-
afternoon party. 
Still, by the end of my visit I had met only half of the 16 service users 
living at the home. After several visits, and still missing permission to 
visit regularly from a service user named Brandy, I asked a support 
worker – Ada – when would be the best time to catch her. Ada 
explained to me that all of the housemates had their own, widely 
different interests, routines and lifestyles, and a number of them were 
hardly ever home. Once she left work for the day, Brandy could go just 
about anywhere before returning to the house. Support workers kept in 
contact with her via mobile phone, occasionally checking to see whether 
she needed assistance. Ada told me unapologetically that I would have 
to work to her schedule because “that’s what we do here.”  
That’s what we do here.  
The phrase awakened in me a sense of incongruence that I could not 
resolve for the remainder of the study. I had glimpsed signs of 
institutionalism from my earliest visits – such as the medication trolley 
being rolled across the dining room floor at meal times – yet I had also 
observed workers operating at a cracking pace to engage individually 
with the vibrant collage of talent, preference, personality and need of 
the people they supported. Ada’s statement (and her co-worker Gina’s 
later declaration to me that “institutionalisation is not bricks and mortar 
– it is a state of mind”) jolted me into recognising a number of uncritical 
assumptions I had brought with me into this service: assumptions – 
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better still, stereotypes – that painted institutional settings for people 
with an intellectual disability as rigid ventures in meaningless lives. Yet 
here I was, in an institutional setting, witnessing attempts by staff to 
honour the uniqueness of each service user. It seemed I had found 
myself in a battle between two worlds, each one vying for dominance.  
Sitting just as awkwardly at the juxtaposition of structure and agency 
was the awareness that so many service users brought a varying array of 
support needs into the home: “We’ve got 16 different people with 16 
different ways,“ said Bronwyn. Like Brandy, some of the housemates 
required very little hands-on assistance, managing most of the day-to-
day aspects of life themselves. Others – George for instance – needed 
assistance with the simplest activities, unable to make themselves a cup 
of tea safely without someone guiding almost every move. A few could 
do much more for themselves than they claimed they could, and 
required steady encouragement from workers to grasp opportunities to 
explore ‘independence’.95 Some service users seemed comfortable with 
the existing pace and flow of activities in the home, and others created 
their own unique routines (or revelled in the rejection of routine – I 
remember Carson coming into the lounge sometime after 2 a.m. one 
morning in search of a cuppa and chat with the support worker who 
worked the night shift). Flexibility and responsiveness were essential, 
said Lee, as service users’ needs were constantly changing, and more 
and more service users were losing mobility, slowing down, and 
experiencing chronic – and sometimes life-limiting – illness as they got 
older.  
Despite the declining wellbeing of several ageing residents, life at the 
residence for most older service users seemed much like life anywhere. 
Boyfriend and girlfriend would huddle together at the dining table, 
chuckling knowingly with each other at the dramatics of support 
workers and service users alike. More-skilled service users assisted less-
skilled ones to make afternoon tea, and did household chores such as 
filling up coffee jars, washing dishes, and wiping down tables. Aiden 
ventured off on bike rides, Nick drew freehand pictures, Layla visited her 
boyfriend Zack on weekends, and Marta and Jeff went out on a 
Valentine’s day date together. Self-appointed ‘General Manager’ Liam 
shouted out orders to the workers (and me) whenever things weren’t 
going quite to plan. Housemate Jimmy would scold Roslyn for changing 
                                                 
95 ‘Independence’ was one of the key service philosophies that informed the Bolwarra 
workers’ support of service users, the aim being to encourage the housemates to undertake 
activities with as little assistance from workers as possible. 
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the TV channel without first securing majority consensus. Service user 
Justine and worker Amity regularly engaged in teasing banter with each 
other. Bolwarra may have been an institution yet I could not help but 
also see it as a bustling community of service users and support workers 
who had come to know each other over their many years together, and 
had subsequently built themselves a family within the formalised 
structure of an antiquated service model. 
~~~ 
I experienced my time at Bolwarra as one of immersion into 
contradiction: the structure of support was such that the service was an 
institution, inevitably made up of large numbers of people who were 
contained within systems intended to prevent devolution into chaos; yet 
the conscious orientation of workers was to respond to the uniqueness 
that flourished there. It was a tension they struggled with constantly 
and shared with me often: “I’m personcentred, but with 16... if they all 
disagree, what do we do? Personcentred – but personcentered for 
whom?” Brittany agonised. “Who matters most?”  
The latter was, as Brittany knew, a rhetorical question – they all 
mattered most.   
Responsiveness within structure: it was a conundrum that couldn’t be 
resolved, only lived with. And as I conducted my visits to the home, I 
learned that Brittany and the small team she worked with were engaged 
in a perpetual process of adapting their knowledge bases in order to 
work responsively with the mass of human diversity and shifting need 
they encountered on a moment-to-moment basis. That the greatest risk 
to ageing service users was not, as Gina told me, one of “bricks and 
mortar” but of rigid mindsets – of knowledge that could not, or would 
not, adapt to the plethora of human expression and shifting needs. My 
subsequent reflections on the need to work flexibly with knowledge – to 
continually reshape it in order to provide support in relevant and 
meaningful ways within ever-shifting contexts comprising conflicting 
agenda – contributed substantially to my eventual understanding of 
knowledge as it is represented in later chapters of the thesis.   
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With 16 service users, Bolwarra demonstrated the most evident and broadest 
range of issues in relation to the ageing of service users, meeting all 10 criteria 
for inclusion in the study.96  
According to support workers, the most evident indications of ageing for 
service users were those of chronological age, health status, and activity 
levels. With regard to age, more than two-thirds (11) of service users living at 
the home were over the age of 50; one-third (six) were aged 60 and above; 
and two individuals were older than 70. One service user was nearly 80. Thus 
most of the residents in the home were middle-aged or older, providing me 
with a plethora of opportunities to study knowledge as it was used during the 
support of people ageing with an intellectual disability.  
The health status of a number of older service users was of considerable 
concern to service personnel. Several individuals with Down syndrome had 
been diagnosed with dementia (or were thought to be showing early 
symptoms); a number of service users had chronic, degenerative and/or life-
limiting physiological and/or psychological health conditions; and many older 
service users were slowing down, demonstrating declines in mobility, and/or 
experiencing physiological changes such as increasing urinary and faecal 
incontinence. These experiences of declining health for older people with an 
intellectual disability were congruent with the results from existing studies 
that identify the generally poorer health status of older people with an 
intellectual disability.97  
Many older service users were being supported to manage additional shifts in 
their lives. The choice of occupation for many older service users in the home 
was changing, with several housemates having retired (or were in the process 
of transitioning to retirement), or were gradually changing the nature of the 
hobbies and activities in which they engaged (for example, exchanging 
                                                 
96 See Table B1 in Appendix B, Criteria for Inclusion of Accommodation and Support Services in 
the Study. 
97 See Chapter 2 and the section entitled Intellectual Disability and Ageing as Intersecting 
Domains of Disadvantage. 
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physically oriented activities such as gardening for more sedentary ones like 
watching movies). For some, the nature of their engagement with family was 
changing due to health declines of ageing parents and siblings.  
Support to these older service users required workers to not only engage with 
their usual and unique ways of being in the world, but also with their changing 
and often urgent needs in relation to ageing. These needs included: increased 
medical and health support (for instance, supporting a growing number of 
medical appointments and following increasingly elaborate medication and 
health care regimens); assistance with tasks that service users could once do 
for themselves and which now required substantial support (for example, 
showering, walking, toileting and participating in household activities); and 
intensive behavioural support for individuals with dementia. As was found in 
the studies discussed in Chapter 2, the changing needs of older service users 
were generally experienced by support workers as increasing needs: more 
was required from workers with no additional time in which to accomplish it, 
thus the impact of service user ageing on their individual and collective 
workloads was substantial.    
While a number of service users were evidently experiencing the change and 
loss often associated with ageing, several service users aged in their fifties, 
sixties and seventies were continuing to attend work most weekdays and 
showed few indications of age-related decline. According to support workers, 
a significant number of older service users were living full and active lives in 
line with those they had lived as younger adults and, as such, were considered 
to be ageing well. These individuals generally required minimal additional 
assistance from support workers.  
The inclusion of Bolwarra in the study thus provided me with many 
opportunities to explore the knowledge of support workers as it was used 
within a service community of considerable human diversity, and across a 
number of issues previously identified in the literature on ageing and 
intellectual disability. This diversity demanded broad-ranging responses from 
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staff across several dimensions of engagement with older service users, 
including personal attributes, impairment-related need, and experiences of 
ageing. I also note that this range of support need was experienced from 
within the specific context of a low support-worker-to-service-user ratio 
(which added to the considerable and growing demands on workers), and a 
large and unpopular service model (which contributed to contextual 
complexity).  
Red Gum: Suburban living in a group home 
At the time I commenced the study, Red Gum was home to six service users98 
and was staffed with a permanent support worker contingent of four. Red 
Gum was, according to the NMDS disability service classification system, a 
group home.  
Apart from the period between approximately 8.30 a.m. and 3.30 p.m. on 
weekdays (housemates spent most of these hours at other service locations), 
service users had access to support on a 24-hour-a-day, seven-days-a-week 
basis. The service did not provide waking support to service users during usual 
sleeping hours – it did, however, provide sleepover support during the hours 
of 10 p.m. to 6 a.m. Like Bolwarra, the support-worker-to-service-user ratio at 
the service was relatively low at one-to-six during usual periods of support, 
and increasing to one-to-three during busy times of the day (such as weekday 
mornings and for recreational activities on weekends). 
As the only permanent full-time support worker at Red Gum who was also a 
regularly participating coach in the study, Shae was the worker with whom I 
spent the majority of my time at the service. The following vignette describes 
some of my experiences with her as she worked with older service users, and 
highlights my subsequent impressions about the contributions of this setting 
to my eventual understanding of the knowledge of support.  
                                                 
98 I note that one of the service users, Serena – a service user with Down syndrome and a 
diagnosis of dementia – had recently undergone an ACAT assessment and was transferred to 
residential aged care not long after I commenced the research. 
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Changing lives one sandwich at a time 
As I drove up for the first time, I noticed that 37 Red Gum Place was not 
much different from the nicely presented houses that neighboured it – 
the simple facade, neat yard, and bright red sedan parked in the 
driveway seemed right at home in this quiet suburban cul-de-sac. Once 
through the front doors, I saw that the immaculately kept house 
boasted seven bedrooms, a comfortable sun room and separate lounge, 
tidy new kitchen with modern appliances, undercover patio with 
outdoor furniture and a large gas barbecue, and tastefully decorated 
interior. My immediate impression? I could live in this gorgeous home 
easily.  
After introducing myself to the six service users and two staff, and 
securing permission for my visits, I discovered that support worker, 
Shae, and I were both new to Red Gum. She had started working at the 
home just one week before my arrival. As I spent time talking with this 
energetic, highly conscientious, and colourfully dressed woman during 
my early visits to the home, she shared her ideas about what it meant 
for service users to be self-determining human beings and to experience 
life to the full. It was important to her that service users were supported 
to take ownership of their lives through the use of an approach she 
referred to as “active support”.99   
Despite Shae’s diligent adherence to the philosophy, it seemed to me 
that her initial attempts to implement it fell on stony ground. Used to 
having their workers deliver support in the form of what Shae described 
as “the hotel model” of support,100 service users were often 
unresponsive to her attempts to include them in the daily activities and 
tasks of their home. During my early visits, I would observe Shae trying 
to encourage the housemates to make their own lunches for work the 
next day. She laid bread, margarine, and an array of toppings, chopping 
boards and utensils on the kitchen bench for a head start. When invited 
to participate, Suzie shook her head, and with a bright ‘goodbye’ smile, 
headed back to her room. Owen responded with a “Nup... Nup...” to the 
invitation, walking quickly to the lounge room to watch the news. Alex 
                                                 
99 Workers who use active support encourage and empower service users to participate 
successfully in the activities of their lives (see, for example, E. Jones et al., 2001; E. Jones & 
Lowe, 2005; Mansell & Beadle-Brown, 2012). 
100 “Hotel model” was a term support workers at Bolwarra and Red Gum used to describe a 
style of support that focused on doing activities for service users (such as cooking their meals 
for them) rather than encouraging them to participate in the activities themselves.  
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sat quietly at the dining table with his cup of tea and stared at her. In 
the end only Lizzie, the eldest of all, was keen to try.  
Four months later I visited again during the after-work rush. I arrived 
just in time to see everyone pile out of the vehicle with a wave of bustle 
and noise, burst through the front door, and spill into the dining room. 
The flurry of activity consisted of loud hellos, the dumping of bags 
wherever they could conveniently be offloaded, communication books 
being given to staff (and me), and competing declarations of what had 
occurred during the day. Suzie, finding the noise and bustle too much to 
bear, smiled then frowned, and headed off to her bedroom for quieter 
pastimes. The remaining housemates each went about busily raiding the 
fridge and the pantry to make themselves afternoon tea. Unable to 
resist the call of her stomach, Suzie braved the noise and returned to 
the fracas to make herself a bowl of cornflakes. Meanwhile Shae and 
another support worker, Stephanie, stood by, engaging enthusiastically 
with tales of the day.  
When afternoon tea was over with, Shae offered, “Who wants to make 
tomorrow’s lunch?” 
All but one of the housemates surged towards the bench. “Will I cut up 
the leftover corned beef for sandwiches?” A deafening “yes!” Over the 
next half hour, everyone except Alex scoured the cupboards, fridge, 
pantry and fruit bowl for the utensils, lunch items and sandwich fillings 
they needed and wanted, and began the process of making their 
lunches. Suzie wanted jam on her sandwiches (“Suzie, you know the 
doctor told you, you shouldn’t have so much sugar”), Owen wanted 
corned beef and cheese. When he handed the knife to Shae to divide 
the sandwiches, she said, “Owen, you can cut the sandwiches yourself. 
Which way do you like them sliced?” She then proceeded to help him 
position the knife diagonally across the bread and, placing her hand over 
his, pressed down on the handle, showing him how to cut the 
sandwiches safely. Meanwhile Lizzie was slowly and deliberately 
creating her own sandwich masterpiece, a towering combination of 
corned beef, cheese and salad vegetables, carefully finished off with her 
favourite filling: tomato sprinkled with salt and sugar.  
They each filled up their lunch bags for the next day, and put them in 
the fridge. Shae and her colleague, Stephanie, had provided the merest 
of assistance – they were there only if needed. 
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During my visits to the home, I observed Shae not only showing service 
users how to assemble their own lunches, but regularly involving the 
housemates in singing and playing instruments at in-home music 
evenings; teaching a usually disengaged Owen how to barbeque the 
meat at the regular Saturday night barbeque; holding make-your-own 
pizza nights; organising one-on-one community-based recreational 
activities for service users; encouraging older service users to take the 
active option (climbing stairs) rather than the restful one (taking lifts); 
and purposefully imparting her knowledge about active support to team 
mate Stephanie. Her approach, she told me, was one intended to keep 
service users active and fully engaged in their lives, regardless of age or 
disability. 
~~~ 
I experienced my time with Shae at Red Gum as one immersed in the 
energy of creative and intentional support, where this worker employed 
her preferred philosophy of active support to try and maintain older 
service user skills and abilities. I thought her approach seemed well 
suited to an environment where most service users were encountering 
ageing without significant crisis. I was also interested in the intentional 
way in which she applied her knowledge and shared it with other 
workers who were soon attempting to employ it during their own 
support of older service users.  
Shae’s conscious use of active support also enabled me to see how 
workers refined existing knowledge through the practical application of 
it. As time went on, Shae explained to me how her knowledge evolved 
as she employed her oft-used strategy of “trial and error” during her 
support of older service users. The knowledge she used may have 
carried the themes of active support (and the various other knowledges 
required of her, such as those required by her employer), yet it was 
never the same from visit to visit. It changed constantly as she applied 
the knowledge and learned from the results of her actions. Thus Shae 
showed me that by synthesising existing knowledge with action in 
response to unique need, she could create a new body of knowledge of 
increasingly greater relevance to older service users in line with her goal 
of maintaining active lifestyles. It was an approach which contributed 
significantly to my eventual understanding of knowledge. 
Even though the service initially met all of the criteria for inclusion in the 
study (I note that all but one of the service users was over the age of 50), my 
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impression was that most of the service users in the home were generally 
ageing well. The oldest housemate – aged in her sixties – was, according to 
support workers, the most active and engaged of all the service users, and 
was demonstrating only minimal indications of ageing (such as changes in 
vision). Several of the older service users had health conditions, although 
some workers generally considered that these conditions were related more 
to lifestyle issues (such as overweight and a lack of interest in exercise) and 
pre-existing impairment- and health-related conditions, than deterioration 
due to ageing. For one of the service users, Dana, the issue of ageing 
appeared to be of a structural nature – she had begun refusing to attend her 
regular weekday work placement but was unable to ‘retire’ because Red Gum 
was not staffed during the day, and her disability was such that she was 
considered to require support on a continual basis. While workers reported 
advocating strongly to management on Dana’s behalf, they did not see the 
situation as one that could be resolved from within the limited scope of their 
role.  
The choice of Red Gum as a service location enabled me to explore the 
knowledge of support workers within one of the most common 
accommodation and support services models, the group home (see Braddock, 
Emerson, Felce & Stancliffe, 2001). Despite its smaller size, Red Gum was still 
a service with a low worker-to-service-user support ratio, a factor which – like 
Bolwarra – impacted considerably on what workers could reasonably achieve 
during their rostered shifts, and demanded that workers operate knowledge 
across a wide range of activities and needs. I also note that Red Gum was a 
location where a smaller number of service users with somewhat similar 
support needs were generally ageing without significant health complications, 
and were being supported by some support workers to engage actively with 
life as they aged.  
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Silky Myrtle: A home of my own 
Silky Myrtle was a small accommodation service that provided support to two 
women who lived next door to each other in a quiet suburban street in 
metropolitan Brisbane.101 At commencement of the study, both service users 
– who lived with severe intellectual disability, and multiple health and 
behavioural complexities – shared support provided by a regular staff 
contingent of eight support workers.  
Workers at Silky Myrtle typically worked alone on overlapping eight-hour 
shifts in order to provide waking support on a 24-hour basis. When both 
service users were in bed, night shift workers would undertake a range of 
tasks including completing paperwork, developing action plans, and 
undertaking internet searches about issues of relevance to the service users. 
During the period of data collection, the staff-to-service-user ratio was – in 
contrast to Bolwarra and Red Gum – relatively high with a one-worker-to-two 
service-users ratio. This support ratio increased to one-to-one when one of 
the service users participated in a community-based activity away from the 
home.  
As the oldest service user at Silky Myrtle, Sophie was the service user with 
whom I spent most of my visits.102 The following vignette describes one of my 
earliest experiences with Sophie and the subsequent identification of one of 
the most intriguing knowledge-related themes of the study. 
The language of spirit 
After making my way through the very tidy yard dotted with elegant 
garden decorations, I arrived at the entrance to the large two-bedroom 
home. Peering through the screen door, I saw Sophie standing outside 
her bedroom door. I guessed she was checking on the cache of 
                                                 
101 This service was classified within the NMDS framework as an in-home accommodation 
support service. 
102 I also spent considerable time with support workers at Silky Myrtle exploring the support 
to a third service user who had passed away from breast cancer immediately prior to the 
commencement of field work. The story of Katie is described in depth in Chapter 8. 
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cherished items she kept on top of the trunk beside her bed. It was, 
after all, one of her favourite pastimes. I opened the screen door and 
knocked on the door post.  
“Hi Sophie!” I said loudly.  
She glanced over towards the front door and, sufficiently distracted 
from her reverie, started walking through the lounge towards me. She 
was talking energetically. Sophie’s preferred language was one that I 
could not understand despite my best efforts to do so, and I felt myself 
becoming a little anxious – Sophie’s worker must have been next door 
supporting her neighbour. How would I understand her if she needed 
anything?  Perhaps I should go and get Desiree?  
Sophie came over to the door. Too late for second thoughts. “Can I come 
in Sophie?”  
Sophie responded with a burble of chatter which, again, I didn’t 
understand. She seemed unphased by my request so I assumed 
invitation and went inside. 
Sophie had always seemed unperturbed by my unsuccessful attempts to 
comprehend her monologues, and came right up close to me, still 
chatting. Ignoring my lack of articulate response and the oversized bag 
positioned awkwardly between us, she grabbed my wrist tightly and – 
threading it around her elbow – began walking back up the long hallway 
chatting, chatting, chatting...  
She stopped by her bedroom door, looked at her cache, looked back at 
me, and then led me back down the hallway. We stopped at the kitchen 
entry way. I thought she wanted a cup of tea.  
“Would you like me to get you a cup of tea Sophie?”  
She kept chatting and, glancing at me briefly, pulled me away. No drink 
required. We headed towards the lounge window. We stopped there for 
a few seconds as Sophie peered out through the window as if looking 
for someone, and then steered me back up the hallway, all the while 
communicating her mental energy through the constant talking.  
At one point she walked me into her bedroom and around her bed to 
the cane basket sitting on the trunk. She let go of me briefly while she 
checked the pile of leaves filling the container. I noticed that the nest 
had two new soft toy additions, carefully positioned in amongst the 
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mass of dried foliage. As she hovered over the leaves, she initiated the 
hand dance she did with the pump top that she carried everywhere. 
Twist the pump top, transfer it to her other hand, lick her free index 
finger, stroke her wrist, arrange the pile. Twist, transfer, lick, stroke, 
arrange. Occasionally she would glance at me, lingering for a fraction 
with her enormous eyes. Yes, I was still there and paying close attention. 
I made some comment about the new additions to the pile, pointing to 
a mysterious shining entity. She went to slap my hand away. I pulled it 
back quickly and reassured her: “Don’t worry Sophie, I won’t touch it.” 
After multiple encores of her carefully choreographed enchaînement, 
she pulled on my arm, linked it through hers again, and then started 
back on the trek through her house.  
As we walked, I heard a vehicle pull up on Sophie’s driveway. A few 
seconds later the gate opened and I caught a glimpse of a man in 
overalls outside the screen door. “Look Sophie, there’s a workman 
here.”  
We suddenly changed course and headed speedily towards the front 
door. Perhaps he was the reason why Sophie had been talking so 
animatedly earlier? As we stared at this stranger-in-overalls through the 
screen door, he told us he was here to install the dimmer light. I tried to 
explain that I could not help but would go next door to find the worker. 
At that point Sophie – clearly not happy to relinquish me just yet – went 
into reverse and pulled me back towards her bedroom. The workman 
chuckled. “That’s OK – I’ll go next door.”  
Sophie then took me to the kitchen gate and, chatting more 
energetically than she had done so far, pushed me firmly into it.  I knew 
the prompt: this time she really did want some refreshment. I opened 
the gate and went into the kitchen. With Sophie watching attentively, I 
put the kettle on.  
“Cup of tea is it?”  
Quiet.  
Having heard that silence after a question could be interpreted as an 
indication of satisfaction, I presumed a ‘yes’. I pulled out her mug and 
trying to remember the ‘recipe’ correctly, put the tea bag in with a 
quarter tea spoon of raw sugar, poured in the water to half, topped it up 
to three-quarters with the soy milk and finished it off with a splash of 
cold water. I tested the cup. It was barely warm and just right.  
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“Let’s go and sit at the table Sophie.”  
I walked through first and put the cup on the placemat. I then helped 
Sophie sit well back into the chair. She pulled the cup towards her and, 
splashing some of the tea on herself, gulped down the beverage. Note 
to self: don’t fill the cup quite so high next time. 
Sophie’s worker, Desiree, returned from next door and began talking 
excitedly about the work that was taking place in the back yard. I was 
suddenly jolted back into the familiar – and now somewhat lacklustre – 
dimension of speech. The almost otherworldly space I had entered into 
with Sophie had been shattered by the imposition of communication 
that now seemed clumsy by comparison. There was no longer any need 
to pour my energies into careful awareness of Sophie’s mood, pace, 
intensity, emotion – dialogue was an almost too easy, not to mention 
overpowering – substitute. My communication with Sophie had 
bypassed the easily manipulated structures of language and had tapped 
into a deeper, and perhaps more authentic, connection – one of holistic 
awareness. And, perhaps, one of spirit. 
~~~ 
I remember my quiet moments with Sophie as being some of the most 
delightful of my study. I was fascinated by our engagement which was 
one of eager verbosity by Sophie and nervous anticipation by me, as I 
constantly struggled to understand the meaning behind her utterances, 
the tones in her voice, the expressions on her face, the essence infusing 
her eyes. I had known from the beginning that Sophie understood me: I 
had exclaimed my delight at the chicken coop in her back yard on my 
very first visit and she had immediately taken me to it; when I asked 
how to get in, she had thrust my hand onto the latch. It seemed 
inordinately unfair that this woman had to endure my perplexed 
attempts to understand her language and yet could so readily grasp 
mine. 
Even as I wrestled with understanding Sophie, I was impressed by the 
apparent seamlessness with which her workers supported the 
complexity of communication she and her neighbour, Grace, brought to 
their daily support. For instance, worker Angie told me she knew from 
Sophie’s demeanour exactly what was wrong when Sophie became 
upset. Thus, even as they similarly wrestled with her verbal 
communiqués, workers had developed a deep knowledge of this 
woman, despite the language barrier. It was a knowledge that existed in 
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the space beyond the spoken and one that defied scientific analysis. It 
was also one that held my fascination throughout the study. I learned 
through my time with Sophie and her workers that the content of 
knowledge about how to support older service users lay not only in neat 
constructions of language – of instruction and dialogue – but also in a 
realm that demanded deeper investment of the self and engagement 
beyond the tangible.  
The Silky Myrtle service met six of the 10 criteria for inclusion in the study, 
largely as a result of the team’s support of Sophie and her neighbour Katie, 
who had recently passed away. Aged in her sixties, Sophie’s health was slowly 
declining. Her eyesight had deteriorated significantly (a factor thought to be 
contributing to an increased number of falls and injuries incurred from 
walking into structures and household furniture, and tripping on changes in 
floor surfaces), and a mental health condition was affecting her ability to rest 
and sleep (workers were concerned about her constant pacing and other 
rituals, and their impact on her spine and joints). As such, Sophie was an 
individual undergoing a slow decline in wellbeing as she aged.  
Inclusion of the Silky Myrtle service was beneficial to the study of knowledge 
for several reasons. First, it provided me with an opportunity to explore 
knowledge within the context of support to service users living within their 
own homes. With a higher worker-to-service-user support ratio, workers were 
able to target their support to a smaller number of service users; the pace and 
tone of the service was, therefore, much less pressured than it was at the 
Bolwarra and Red Gum services. Silky Myrtle was also an environment where 
workers were engaged in working with service users with complex needs, 
including unconventional styles of communication. This situation enabled me 
to observe how workers shared knowledge with these service users using the 
subtleties of relationship and nuance. Thus the service represented an 
opportunity to study knowledge within one of the more preferred 
accommodation and support service models (that is, targeted support to 
individual service users living in their own homes with a higher support-
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worker-to-service-user ratio), and within the context of support to an ageing 
service user with complex needs. 
Conclusion  
The organisations, services and individuals in the study contributed a breadth 
and richness of contextual considerations to this exploration of knowledge. 
Environments driven by regulation and the standardisation of practice – along 
with variance in funding structures, and divergent approaches to autonomy 
and decision making – were interlaced with the vibrant complexity of 
personality, ability, preference, background, need, activity and relationality. 
This merger of structural, systemic and local factors was embedded in the 
everyday world of support, and provided me with a strong position from 
which to conduct an in-depth and multi-faceted study of knowing at the 
coalface of support. It also contributed a strong foundation from which to 
discuss the impact of context on knowledge (see Chapter 7). 
The diverse nature of locations, people, and ageing-related issues (in 
combination with the de-identification imperative discussed in Chapter 4) also 
provided me with a challenge regarding how to present the ethnographic 
story. As there was no single, chronologically based narrative that could 
encompass the breadth and depth of my experiences, I decided to derive the 
key themes from my exploration and present them as three chapters of 
findings. The three chapters represent single threads of the ethnographic 
story of knowledge which operated holistically and were inevitably 
intertwined with each other, and together depict the form of knowledge that 
was used by workers at the coalface of support: locale knowledge. The first of 
these aspects of knowledge – content – is described in the next chapter. 
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Chapter 6 
 
Surveying the knowledge landscape  
The content of knowing 
 
 
Introduction  
Content forms the basis of knowledge – one must know something in order to 
act (Stehr & Grundmann, 2005) – and is thus crucial to understanding what 
knowledge is. Exploring who and what contributed to the knowledge base of 
workers was, therefore, an important first step in understanding the nature of 
the knowledge that frontline workers used during their work.  
This chapter focuses on identifying and describing the sources of knowledge 
content that support workers drew on as they undertook the day-to-day 
support of older service users. It commences with a brief reflection about my 
initial strategy for exploring content, and then identifies and describes two 
general sources of knowledge that disability support workers drew on during 
their work with older service users: that which was sourced externally to self 
and that which came from workers’ own personal bodies of knowing. The 
chapter then briefly addresses the challenges I encountered during my 
attempts to explain knowledge as taxonomy and their implications for 
understanding support worker knowledge apart from wholeness. Chapter 6 
goes on to discuss my exploration into another dynamic of knowledge content 
– that is, ‘not-knowing’, or the sense of adequacy support workers had with 
regard to their knowledge base. Both major aspects of content – knowing and 
not-knowing – are concluded with theory- and literature-based discussions 
explicate a selection of key sub-themes from the findings. The chapter 
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concludes with a brief summary about the content of support worker 
knowledge. 
Where do disability support workers get their 
knowledge from? Exploring the sources of 
knowledge 
Finding a launch point for knowledge  
As I began my investigation into knowledge, I was confronted with the most 
fundamental of questions: where should I start? Dalitz’s (2005) claim that 
knowledge could be seen in every aspect of the social world was not at all a 
comforting thought. It was all very well to say that everything I was going to 
encounter could be understood as knowledge but it was an assertion that 
seemed prone to casualness or, perhaps worse, over-interpretation. Was 
knowledge represented by everything as Dalitz claimed? I wondered. If not, 
how would I recognise it? And where should I start? Was there a start or 
would support workers make knowledge clear to me? Would my attempts at 
preparation – pre-reading and multi-paged list of possible indicators of 
knowledge – assist me during the initial phases of my exploration, or had they 
simply boxed me in too early?   
I soon found my initial flood of questions to be, thankfully, moot. From my 
earliest moments of field work, artefacts of knowledge flooded my every 
experience, from the large blackboard that displayed the service users’ 
evening meal choices for the week, to workers sharing stories about their 
support experiences with each other over “smoko”, to the multi-level filing 
cabinet full of folders and documents in the staff office, to Connie’s engrossed 
slouch over the desktop. All were testament to the presence of knowledge.  
It suddenly seemed embarrassingly obvious: start with the tangible. Support 
workers were still a little wary of me despite their willingness to engage, so it 
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seemed logical to start with that which sat unthreateningly in the external 
world – the observable – and required little invasive delving. I could explore 
the artefacts of knowledge while simultaneously providing workers with a 
space to offer up (or deny, should they so choose) deeper contributions. This 
way I could venture slowly into the closeted. Because it would take much 
more work before I would be trusted enough to explore the deeper and 
hidden knowledges of support to older service users.  
I consequently decided to start my exploration with the readily identifiable 
indications of knowledge, while still remaining alert to the more hidden 
aspects of knowledge as they were offered. It was a non-threatening position 
from which to begin. Working with the tangible also provided me with a way 
to talk with frontline practitioners about knowledge without talking about 
knowledge which, I soon realised, was a concept generally too far removed 
from practical action to be of serious interest. Exploring tangible 
manifestations of knowledge – procedures, doctors’ recommendations, file 
notes, noticeboards, conversations with each other and service users – thus 
put me on a trajectory to mapping the more obvious sources from which 
support workers derived their actual, working knowledge.  
Beyond self: Exploring external sources of knowledge  
My exploration of knowledge therefore began with the tangible sources of 
knowledge that support workers accessed primarily from the space external 
to self. They were those forms of knowledge that appeared to influence 
workers’ individual and collective knowledge banks and thus potentially 
represented new contributions to their knowledge base.  
The following section of the chapter employs a vignette about workers’ 
support of older service user, Josh, as the conduit through which I identify and 
illustrate the external sources of knowledge that were used during his 
support. Each of the major groups of external knowledge is discussed briefly 
in the section following the vignette.  
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The legend of Bolwarra 
Josh had become his own legend at his 50 Bolwarra Crescent home. A 
resident of more than 30 years, until recently he was the self-styled 
‘farm boy’, gardener and wildlife fighter extraordinaire of the large 
homestead. According to staff, he prided himself on his farming heritage 
and ‘tough as old boots’ mindset. “Getting sick is for sissies,” he used to 
say to his workers. Support workers proudly told me how, until recently, 
if he wasn’t at his place of employment, he would be outdoors pushing 
heavy wheelbarrows full of garden waste up the driveway, organising 
the tools in his shed, planting a new patch, or fighting off the giant-sized 
feral cat that threatened to obliterate his garden. He even took on the 
role of getting rid of unwanted tree life. On one occasion, when staff 
were too slow in responding to his request to remove an old tree stump, 
Josh somehow procured an electric saw and went about eradicating the 
annoyance himself. 
Josh’s love of the outdoors made him one of the more elusive residents 
to track down as I tried to gain permission for my regular visits. He was 
never around when I visited. If he wasn’t at work, he was outside in his 
garden or in his shed busying himself with secret Josh business. When I 
finally met him, he had just come in from spending time in his garden; 
his cheeks were flushed and he was covered in dirt. The man surely 
couldn’t be more than 55.  
A worker told me he was nearly 80. 
First impressions were not entirely accurate, however, with Jade 
explaining to me that Josh was not a well man. Parkinson’s disease and 
an aortic aneurism were compromising his health: tremors in his hands 
and arms were making simple tasks like eating increasingly arduous 
activities, and the growing aneurism was at constant risk of rupturing. 
Even as support workers heralded the man’s fierce determination to 
remain as independent of them as possible, they had simultaneously 
observed decreasing levels of mobility, energy levels, and fitness (“He’s 
like a water buffalo with a broken leg,” said Dale); increasing faecal and 
urinary incontinence; and a shift in recreational activities from 
gardening to much less physically active pastimes like drawing and 
watching TV. By the time Josh’s 79th birthday came around that year, 
his health was in steady and rapid decline. Workers decided to organise 
a huge surprise party for him, complete with banner, decorations, 
presents, party food, housemates, partner – Alicia – and suitably 
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spectacular cake. It had to be a very special birthday because, as Julie 
told me, “we don’t know if he’ll live to have another one.”  
With Josh’s health causing such concern, I asked permission from Josh 
and members of his family to attend his annual health check-up (known 
in the service as a CHAP review). In preparation for the appointment, 
one of the support workers, Roxanne, reviewed Josh’s health files, using 
the information therein to complete the first section of the template. 
Josh was then supported by Polly to attend the 45-minute appointment. 
During the visit, the GP worked rapidly through the template, asking 
both Josh and Polly questions, conducting a physical examination of 
Josh, and recording short comments in response to their input and his 
investigations. On returning home, Polly stopped by the office to file the 
completed template, and talked about the visit with Roxanne who had 
been sitting at the desk doing paperwork. 
Josh’s individual plan was also under construction at the time of the 
CHAP review, and a CBO1 employee responsible for the development of 
individual plans for service users (an individual planning officer, or IPO) 
met with Josh, support worker Barbara, and two members of Josh’s 
family (both of whom were elderly) to gather information for the highly-
detailed, 30-plus-page template. The IPO had used information from the 
service’s files about Josh to complete the first part of the document, and 
then invited Barbara, Josh and Josh’s relatives to contribute additional 
information in line with the template structure. The completed 
document was finalised by the IPO, who then provided the service with 
a copy so that workers could use it as a guide for their work, and goals 
from the plan could be actioned by the team.   
Josh’s annual reviews were accompanied by an appointment at the 
hospital with one of Josh’s specialists. I visited soon after the 
appointment and was told that Josh had been diagnosed with 
pneumonia. Apart from the already familiar signs of decline, Josh had 
not demonstrated any of what I had thought to be the typical 
indications of pneumonia, and the announcement of new illness was 
stunning, not only to me, but to several of his workers. When I returned 
home that evening, I conducted a Google search of Parkinson’s disease 
and discovered that aspiration pneumonia was a common health 
complication for people with this particular illness. I shared this 
information with some of the workers, none of whom seemed aware of 
the correlation between the two conditions. 
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The initial diagnosis of pneumonia seemed to trigger a period of rapid 
decline for Josh, feeding into a cycle of hospital admissions where he 
would spend time in hospital and return home, only to become unwell 
again and be readmitted a week or so later. The team’s inability to help 
Josh get well was upsetting for some workers, with Siobhan telling me, 
“We can’t get rid of [the pneumonia] and neither can the hospital.”  
Each time Josh returned home, support workers would enact the 
recommendations provided by his GP, specialist and the allied health 
professionals involved in his care, and record details about their actions 
and his progress in his health files. In the months that followed, Josh’s 
health was a topic for frequent discussion, both formally within team 
meetings and informally between the support workers on shift.  
Sometimes Josh’s partner and housemates would share stories about 
Josh’s activities with workers. Workers also talked in depth with Elsa, 
the service manager, who – they told me – was a woman with more 
than 40 years’ experience at the coalface of disability support. She had 
worked closely with many of Bolwarra’s service users and had known 
Josh for decades. She was, according to Cassie, deeply respected by 
several workers on the team because of her history with, and 
commitment to, the Bolwarra service users. Referred to by Corinne as 
“the preserve of great truth” in the service, she was – Corinne insisted – 
a manager who “knows her shit”.  
Josh had just returned from his latest stay in hospital when I arrived at 
the house to find several workers in the staff office, huddled around the 
filing cabinet and listening intently to someone I didn’t know. I edged 
my way into the cramped room and discovered that the unknown 
woman, Amanda, was a speech therapist who had been asked to visit 
the home to conduct an eating assessment with Josh, and organise 
instruction for the team in how to support his changing eating and 
nutrition needs. She had brought information to leave with the team in 
advance of the training; however, support workers had started asking 
questions and Amanda had responded with an impromptu and 
truncated version of her information session. Support workers listened 
intently as she explained the physiology of Parkinson’s disease and the 
complications the illness generated for its sufferers; provided 
instructions about how to support Josh to eat safely and well; and talked 
about specialised eating utensils that would assist with the eating 
process. She then gave workers a practical demonstration about how to 
prepare Josh’s food – a process that now required the pureeing of meals 
and thickening of drinks – and then feed it to him themselves. 
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I visited the service again just a few days after Amanda’s visit. As I 
walked through the front door, I could see someone lying on the huge 
corner lounge suite just a few metres away. Not recognising who it was, 
I crossed the lounge to say hello to the mystery service user, and was 
shocked to find Josh lying motionless on the settee. I could hardly 
believe the rapid change in him since my last visit: he looked 
frighteningly frail, his once rosy-cheeked, line-free face now white and 
wrinkled, and his shrinking body drowning in a monster-sized tracksuit. 
He lay like a statue, glancing at me for a few short seconds in lieu of 
saying hello perhaps. The bucket on the ground beside him had vomit in 
it.  
Emma appeared with a tub of yoghurt. In a real-world enactment of 
Amanda’s training, she sat beside Josh, assisting him as he struggled into 
an upright position, opened up the tub, and fed it to him slowly, a 
spoonful at a time. She spent a few moments reassuring him and 
checking that he was fine, and then reminded him to stay sitting to 
avoid the risk of food entering his lungs. In a flash, she was gone again.  
I went over to the bench where several support workers were observing 
Josh intently and talking anxiously with each other. They told me they 
were contemplating whether or not to call an ambulance and have him 
readmitted to hospital. Despite carefully implementing Amanda’s 
instructions, Josh’s health had continued to deteriorate, and while 
workers were concerned for Josh and keen to honour his personal 
choice in the matter (he preferred being at home to staying in hospital), 
they were also nervous for themselves. Anxious that Josh would become 
seriously ill and his deterioration would be blamed on them, they 
decided to prioritise ‘duty of care’103 and called an ambulance.  
Three paramedics arrived not long afterwards, took blood pressure and 
ECG readings, and transported Josh to hospital.   
The ambulance gone and the rush ended, Emma, stopped to talk with 
me. She told me how Josh was now so frail that he needed support for 
virtually every aspect of daily living. He was no longer going to work; 
could not eat, shower or walk by himself; could undertake few of his 
favourite pastimes without considerable assistance from support 
workers; appeared constantly exhausted; had frequent urinary and 
faecal incontinence; and needed to be visited every 15 minutes during 
                                                 
103 Duty of care was understood by many support workers to mean enhancing service users’ 
health and wellbeing, and protecting them from present or future harm. 
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the night to ensure he was still breathing. Emma was clearly frustrated 
with the incongruence between what workers had been told was the 
focus of their role and what it had now become: “If I hear anyone else 
say we’re support workers and not carers I’m going to scream,” she said. 
“More and more it’s what we’re doing.”104 
As the time between hospital admissions became shorter and shorter, 
senior personnel within CBO1 decided that Josh’s increasing health 
needs could not be met in a non-medicalised environment with such a 
low worker-to-service user support ratio: the service was not equipped 
to do “tube feeds” or respond to his urgent medical needs with the 
resources they could within a hospital setting. During one of his last 
stays in hospital, senior personnel arranged for an ACAT105 assessment 
for Josh. He never returned home. He was transferred directly from 
hospital to a residential aged care facility. 
Support workers were evidently ambivalent about the move. While 
most expressed anxiety about their ability to meet Josh’s serious and 
growing health needs, many had developed a close connection with, 
and deep respect for, this tenacious, gentle-spirited and uncomplaining 
gardener. Tamsin, a woman of many years’ experience working in the 
aged care sector was particularly nervous for Josh, telling me that 
service users got much better care at Bolwarra than they would in 
residential aged care. 
I heard Josh died a few weeks later.  
Participating in workers’ support of Josh assisted me with identifying many of 
the sources of knowledge incorporated into his care. In this section of the 
chapter, I identify the main sources of external knowledge that support 
workers drew on during their work with Josh. The six broad sources of 
knowledge I identified were: the stakeholders; the employing organisation; 
                                                 
104 The inference was that support workers were required to enact general disability 
philosophies of independence and skill development, thus encouraging service users to do as 
much as they could for themselves. Carers were workers who undertook many of the 
activities of daily living for people as a result of increasing frailty and an inability to complete 
the tasks themselves. Perceptions about worker efficacy were often linked to demonstrations 
of service user independence, and many workers saw the facilitation of service user self-
sufficiency as an indicator of successful support. 
105 ACAT (Aged Care Assessment Team) is the government-based, multi-disciplinary team that 
accesses eligibility for aged care services. Eligibility for high- or low-level care is assessed via 
the comprehensive ACAT assessment (AIHW, 2013b). 
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credentialed professionals; training activities; the broader community; and 
the support team. This section of the chapter briefly describes each source of 
knowledge and its input into Josh’s support.   
Stakeholders  
There were a number of individuals who had a personal concern for, and/or 
freely-given investment in, Josh’s life. These individuals and their associated 
contributions are referred to throughout Chapter 6 as stakeholders, and 
included Josh, his family members, partner and housemates.  
Primary amongst stakeholders was Josh himself. Josh was, support worker 
Marianna insisted, the starting point of knowledge. Knowing service users – 
their histories, personalities, needs, preferences, routines, habits, hobbies and 
idiosyncrasies – was considered by several workers to be foundational to 
support: “It’s the stuff. It’s the very stuff. It’s the reason the organisation 
exists – knowing people,” Marianna told me. Josh was thus viewed by support 
workers as being the most important external source of knowledge to 
support, particularly with regard to the assistance he wanted and needed. His 
history (rural upbringing); joys (a love of the outdoors and artwork); 
temperament (stoic and hardworking nature); spirit (proudly independent 
orientation towards life); lifestyle (daily routines and activities); and health 
(changes in energy levels, mobility, activity levels, his bodily functions, and the 
rapid deterioration in wellbeing) all comprised vital information that Josh 
conveyed to workers so that they could respond to his “needs” and “wants”.  
Workers told me how they learned about Josh through a combination of 
verbal and non-verbal methods. They talked regularly with him, and 
supplemented this conversationally derived knowledge with knowledge 
gained through actual instances of support. Conversation, observation and 
active engagement through activity and relationship were thus crucial 
strategies for entering into knowledge about Josh and accumulating it, and 
workers’ active engagement with Josh on a day-to-day basis provided them 
with a deep familiarity about who Josh was, not only in relation to the 
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elements of existence but as a whole person who was involved in pursuing a 
rich and meaningful life. 
Other individuals also contributed knowledge to Josh’s support. Family 
members and relatives comprised a valuable source of knowledge for support 
workers, particularly with regard to Josh’s early life. However, key family 
members who knew him well were also dealing with their own ageing process 
and, because Josh had lived away from home for so long, now knew less 
about his current life than his support workers. Thus Josh’s family members 
functioned predominantly as decision-makers and co-planners, as well as links 
to family history and the current family community, rather than as sources of 
new knowledge about Josh. In addition to family input, Josh’s partner and 
housemates would share updates with workers about Josh’s activities when 
away from the service, sometimes providing background as to why Josh might 
be feeling particularly unwell.  
In summary, stakeholders provided a very human and invested element to the 
external knowledge input into Josh’s support.  
The employing organisation 
As the organisation responsible for the delivery of Josh’s funding, CBO1 
provided workers with a substantial body of knowledge that informed their 
day-to-day activities. For the purposes of this study, organisational knowledge 
comprised information that was owned and promoted in a formal capacity by 
the disability service provider. Documented organisational knowledge in 
Josh’s support included: organisational values statements; policy, procedure 
and work instruction; position descriptions; administrative instruction; data 
collected by workers about Josh; and organisational files and activity updates. 
This knowledge was made available to support workers via the electronic 
quality management system (intranet); hard-copy and electronic files; displays 
of priority protocol and instruction on office walls; email, operational 
directive, and advice from administrative, senior management personnel, and 
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on-call support;106 and the CBO1 website. For the most part, this knowledge 
comprised organisational directive – that is, it provided workers with 
information about how to fulfil their organisational responsibilities.107  
The main source of organisationally-owned knowledge about how to support 
Josh’s specific and unique needs and preferences came from his personal files. 
These files represented the regular and on-going accumulation of knowledge 
about most aspects of Josh’s life, and had been compiled from information 
collected about him by support workers.108 The most recent files were kept at 
the home and were accessed by support workers when they needed to 
refresh their memories about specific aspects of Josh’s support, catch up on 
events that occurred during their absence, or contribute information to his 
records. They were also used by support workers to compile information for 
Josh’s CHAP review and medical visits, and by the IPO for the purpose of 
constructing Josh’s individual plan.  
During my involvement in this scenario, it became apparent to me that there 
were some potentially useful sources of organisational information that were 
missing from Josh’s support.109 My exploration of knowledge as guided by 
support workers indicated that targeted information about how to support 
service users with an intellectual disability who were ageing was, in the main, 
                                                 
106 On-call support refers to individuals assigned to provide directive and advice via telephone 
to frontline practitioners outside of business hours. 
107 I note that CBO1 employed individuals to provide advice to services in a professional 
capacity. This source of knowledge is discussed in the section on professional knowledge as it 
is presumed that these individuals were drawing upon a formal and, presumably, evidence-
based body of knowledge. I acknowledge, however, that these individuals were also 
employed to provide guidance to staff in line with organisational directive. The division is, 
therefore, an arbitrary one. 
108 Support workers kept records about a wide array of service user life domains including: 
daily activities; medical visits; type, dose and frequency of medication; health care routines; 
medical history; dietary/exercise requirements; behaviour support; critical incidents; 
allergies; budgets and expenses; social and recreational activities; contact with family and 
friends; regular community activities; and progress made towards the accomplishment of 
goals. 
109 As outlined in the section in Chapter 2 entitled Clarifying ‘Ageing Well’ for People with an 
Intellectual Disability, there is currently no clear framework for the support of older service 
users in disability services. I was, therefore, interested in determining if this finding was 
congruent with my explorations of knowledge within the services. 
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not provided to frontline workers. For instance, non-frontline personnel told 
me that CBO1 did not have formal positions or policy, procedure and/or work 
instruction or a practice framework regarding desirable support practices for 
service users like Josh who were ageing. Further, Josh’s individual plan was 
constructed from a strictly-adhered-to template which did not accommodate 
discussions about life-course planning and issues specific to ageing. Further, 
workers were unaware of targeted, later-life planning for Josh such as an 
advance care plan, or future directives and accommodation options, all of 
which would have been appropriate given this man’s age, the ageing of his 
family members, and declining health. Consequently as Josh’s support needs 
changed and he entered deeper into health crisis, workers found themselves 
lacking guidance and well-scoped options that were more appropriately 
targeted to meeting Josh’s needs. 
Thus apart from the data that support workers collected about Josh, the 
information provided by their employing organisation was primarily directive 
and generalist in nature, and offered little to workers in terms of 
strengthening their knowledge about how to meet his ageing-related needs.  
Professional knowledge 
Workers also relied heavily upon the knowledge of professionals during their 
support to Josh, often seeking out this knowledge to support their daily 
practice. During the course of the research, I considered professional 
knowledge to have been derived from bodies of information and expertise 
that were: 1) operated by individuals who held professional credentials or 
were required to maintain registration in order to practice in a field of specific 
expertise (for instance, a GP, medical specialist, social worker, or 
psychologist); or 2) considered reputable (such as peer-reviewed research). As 
such, knowledge sourced from experts could contribute to the evidence-
based practice of workers.  
The primary sources of professional knowledge accessed during Josh’s 
support were health-related in nature. Workers relied heavily on Josh’s GP, 
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paramedics and specialists to provide assessment, diagnosis and directive 
regarding Josh’s support, and also sought instruction from hospital-based, 
allied health and social care professionals, including a social worker and the 
speech therapist, Amanda, to complement the knowledge of medical 
professionals.  
There were also several sources of professional information which may have 
benefited workers but which made little contribution to Josh’s support. 
Workers did not report accessing or being provided with information about 
Josh’s specific medical conditions or various aspects of ageing and intellectual 
disability based on the evidence-based, academic literature. Additionally, 
workers reported encountering difficulties trying to access professional 
services (such as palliative care) for Josh, and also identified that they had 
received little informational support from the professionals employed by their 
employing organisation. The CHAP system of annual health review by Josh’s 
GP was also problematic in that the template-style document seemed to act 
as a snapshot in time, capturing key aspects of Josh’s health at the moment of 
assessment, but did not flag issues that are generally associated with ageing 
(such as osteoporosis, Parkinson’s disease, and dementia). I was informed 
that the organisation relied heavily on the CHAP as a health safeguard for 
residents of accommodation services because of its credibility as an evidence-
based assessment tool for people with an intellectual disability,110 and, as 
such, workers may have presumed the sufficiency of the document for 
identifying health needs across the life span.  
Overall, it seemed that the primary sources of professional knowledge in 
Josh’s support were health-related. This situation contributed to a service 
delivery orientation that was predominantly assessment-related and directive 
in nature, and was largely focused on Josh’s physical wellbeing. So while 
Josh’s workers did not have professional qualifications themselves, they 
sourced information from a range of professionals involved in Josh’s life and 
                                                 
110 See Lennox et al. (2007). 
174 
 
incorporated this information into his support. They did, however, lack access 
to and knowledge about other potentially useful sources of professional 
information such as the research literature, and were also at risk of over-
relying on generalised – yet, conversely, highly detailed – templated 
professional assessments that may or may not have been able to identify 
specific issues of particular relevance for older service users.  
Training  
Formal training was one of the main vehicles employed by CBO1 for 
contributing to the knowledge base of Josh’s support workers. Workers at 
Bolwarra were required to have either obtained, or be in the process of 
obtaining, a minimum certificate-level VET qualification in disability or 
community services.111 In addition to obtaining or working towards VET 
certification, workers undertook mandatory training in a range of areas 
including: basic support responsibilities such as personal care, working with 
medication, and healthy living; Positive Behaviour Support (PBS) 
interventions;112 cardio-pulmonary resuscitation certification; contributing to 
the individual planning process; and a range of electronic-based modules 
related to risk management such as infection control, fire management, 
manual handling, ergonomics, and responding to workplace emergencies.  
During the period of field work, CBO1 also offered optional training to Josh’s 
workers in the area of ageing and intellectual disability. The three-and-a-half-
hour module covered a range of topics that included characteristics of ageing; 
identifying and supporting changing needs; the concept of ageing successfully; 
dealing with loss and grief; and working with people with dementia. I 
attended the training and afterwards sought feedback from workers who had 
participated in one of the sessions on offer. Rachel told me that she thought 
                                                 
111 I also note that, towards the end of data collection, CBO1 began offering opportunities for 
support workers to obtain a VET qualification in aged care. 
112 PBS is promoted as an evidence-based approach to supporting people with an intellectual 
disability whose actions may sometimes cause harm to themselves or others. This approach 
aims to provide interventions that improve the quality of life of the individual rather than 
restrict life options (see Emerson, 2001). 
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the content was “too basic” and not “real world”: she challenged the 
simplicity of the paper-based scenarios she had been presented with during 
the module, arguing that they were too far removed from the everyday 
challenges and dilemmas workers encountered during support, and that the 
lack of real-life applicability of the information made it unlikely to be 
remembered and used.   
In contrast to this particular attempt at workplace education, some of the 
training workers received was viewed as valuable to Josh’s support. When 
individuals like speech therapist Amanda delivered training that made 
demonstrably practical contributions to the tasks of support, workers often 
openly promoted the training and actively incorporated the new information 
into their practice.113 
According to workers, however, most of the training they were offered was 
delivered via methods that failed to engage them, contributed little in the way 
of actionable knowledge, and did not assist them to meet Josh’s very specific 
needs. VET programs provided workers with basic knowledge about 
supporting broad facets of life for people with a disability, and much of the 
mandatory organisational training was oriented towards addressing 
administrative requirements such as workplace health and safety regulations. 
Didactic forms of training were, as such, viewed with scepticism by some 
workers, several of whom told me how they preferred action-oriented forms 
of learning that included: being coached by older service users (via request, 
observation and engagement as a type of case-based learning); drawing on 
existing knowledge and past experience and success; sharing experiences with 
team mates; interacting with professionals who provided knowledge they 
could action; observing others who modelled successful outcomes; and 
inventing and trialling options. Thus the modes of learning promoted by the 
organisations were generally thought to be of little benefit by support 
workers themselves.  
                                                 
113 See the section entitled Real-World Knowledge in Support in Chapter 7 for a more detailed 
discussion about the priority workers placed on real-world, actionable knowledge. 
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Knowledge sourced from community 
Community knowledge included information that support workers accessed 
via a range of sources that were located externally to their employing 
organisation. They included media and the internet;114 local newspapers and 
newsletters; community-based groups and organisations; external services 
with which the older service user had contact; traders; and other informal 
contacts such as workmates and friends.  
By the time I entered into Josh’s life, incorporating community-based sources 
of knowledge into his support had become a lesser priority for workers than 
sourcing medical- and allied-health-based knowledge from the experts 
involved in Josh’s care.  As a result of Josh’s (and others’) increasing support 
needs, workers were under growing pressure to be engaged in practical, 
hands-on activities of support, and the sourcing of non-expert knowledge was 
perceived by workers to be a poor use of their time.115 Thus less emphasis was 
placed on locating knowledge relevant to other aspects of Josh’s life.  
Some workers who were computer literate did, however, rely heavily on the 
internet as a source of information. Ella told me: “Google has been a 
wonderful friend when I need to find answers for questions quickly”, although 
it seemed that few of the workers had used the internet to find out more 
about Josh’s health conditions. Also, when I asked coaches about the worth of 
social media as a tool to connect with practitioners who were encountering 
similar issues in other services, all of the comments were negative: workers 
saw the use of social media as too time consuming (therefore detracting from 
their capacity to meet the demands of support), and were anxious about the 
potential for bullying. As such, community-based sources of knowledge played 
a relatively small role in Josh’s support.  
                                                 
114 Some material sourced from the internet may also have been classified as professional 
knowledge. However, because much of the information uploaded onto the internet is not 
held to any standard of accuracy, I classified it primarily as community-based knowledge. 
115 See the section entitled Dilemma Amidst Crisis in Chapter 7 for a discussion about the 
pressure workers at the Bolwarra service were experiencing during the time of Josh’s decline. 
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Knowledge sourced from the team 
Members of the frontline team, that is, co-workers and service managers, 
comprised another key form of knowledge that was sourced external to self. 
This source of knowledge was one the richest sources of knowledge in Josh’s 
support, with each contributor bringing their entire life knowledge116 
(including, in Elsa’s case, a several-decades-long relationship with Josh) to the 
discussions and debates about the challenges workers were encountering and 
what they needed to do to address them.  
Team members sought out each other’s knowledge in a range of ways that 
included formal mechanisms such as monthly team meetings and the regular 
shift handovers;117 informal discussions, debates and disagreements between 
individuals; and their observations of other workers’ practice. Josh’s workers 
tended not to rely heavily on formal information-sharing mechanisms, partly 
because most of the two-hour-plus team meetings and scheduled handovers 
was taken up discussing issues required by the organisation. Instead, they 
would often gather as impromptu groups during brief moments of respite 
(such as smoko), shared activities (such as preparing a meal), or during crises 
in order to share stories, gain other insights into their experiences, debate 
perceptions, propose hypotheses, extrapolate possibilities, and make 
decisions. In these ways, workers were able to share, defend or refine their 
knowledge, and come to conclusions about the most expedient way forward 
based on the input of colleagues. 
In addition to sharing information about Josh, the team was a frequent source 
of learning about service delivery culture, philosophy and practices, all of 
which shaped the knowledge of support. During the many months I spent 
with workers, I learned about a number of practices and philosophies that 
                                                 
116 See the section The 90 Per Cent: Internal Knowing in Support in this chapter for an outline 
of the internally held knowledge of support workers. 
117 When a worker’s or group of workers’ shift ended and another started, workers had a brief 
period of time where they were both on shift. The oncoming workers would be provided with 
important updates about the service users’ activities, along with organisational and service 
imperatives, by those workers who were finishing their shifts. This period of time was often 
referred to as a handover or changeover.  
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were variants on, or had been constructed apart from, formal organisational 
positioning.118 For instance, workers had constructed their own collective 
understanding about what constituted “duty of care” and the nature of their 
role (“we are support workers not carers”), and these approaches became 
part of their daily support knowledge and practice.  Where these frameworks 
were shared consistently amongst workers and made useful contributions to 
Josh’s real-life situation, they provided workers with a safety net for decisions 
made apart from organisational directive. Conversely, where these 
frameworks were incongruent with their experiences (Are we really support 
workers or are we carers? Or both?), they could unravel worker confidence 
and exacerbate anxiety about what to do next.  
In general, however, knowledge sourced from amongst the team was a 
heavily relied upon and sought-after form of knowledge.  
The role of artefact  
It was apparent to me that support workers accessed and encountered a 
range of knowledges that existed external to self. Some of these knowledges 
played a vital role in Josh’s support, and included a blend of generalist 
knowledge (knowledge derived from universal principles such as professional 
knowledge, administrative imperatives, organisational policy and procedure, 
and training), and more local and personally derived ways of knowing (the 
targeted knowledge of people who were directly involved in Josh’s support, 
such as Josh himself, team members, and others who targeted their 
knowledge to meeting Josh’s and workers’ needs). 
Despite their noticeable input into worker knowledge, these external forms of 
knowing were only partial contributors to the knowledge of support. Further, 
some sources of external knowledge – particularly those of a generalist nature 
– brought a range of challenges to their access and use. Difficulties included: 
their static nature and distance from actual practice (organisational procedure 
                                                 
118 Several of these practices are discussed throughout Chapters 5, 6, 7 and 8 of the thesis. 
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and directive); overly detailed yet insufficiently targeted assessment 
(template-based compilations of knowledge); limited relevance or 
applicability (training); lack of access (mainstream health and community 
services); and invisibility (research-based knowledge). Thus external 
knowledges, particularly those forms that were anchored in distanced, rigid or 
non-human/relational ways of knowing, were not able to provide workers 
with a comprehensive and targeted knowledge base from which to address 
the full range of Josh’s needs. They were – as such – incomplete and 
unconnected, existing as disparate sources of information that lacked the 
vibrancy and holism of the broader base of knowledge that was clearly 
evident to me during my investigations into Josh’s support.  
Because even as I explored these more overt expressions of knowledge, I was 
continually alerted to the existence of a knowledge that operated beneath the 
obvious, a knowledge that was hinted at through workers’ attention to the 
subtle changes in Josh’s wellbeing; their apparently prophetic comments that 
Josh was unlikely to live out the year; and their expressions of concern and 
frustration over his declining wellbeing. Knowledge artefact informed 
workers’ support of Josh but did not reflect the intensity of care and 
investment that workers carried with them as they supported a man they had 
collectively known for decades along a trajectory of degenerative illness 
towards its inevitable outcome – death.  
While workers’ support of Josh had enabled me to identify and describe 
external manifestations of knowledge, learning about knowledge artefact 
could only take me so far in understanding the content of knowledge present 
in the service provision to older service users. The form of knowledge that 
operated beyond concrete manifestations (such as intranets and files) was a 
much more elusive form of knowledge that required considerable alertness 
from me as a researcher, and a much more in-depth style of exploration.  
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The 90 percent: Internal knowing in support  
Within three weeks of commencing data collection and during one of my 
earliest discussions with support workers about knowledge use, Angela told 
me that she thought the most common form of knowledge used by support 
workers was their personal knowledge, the knowing that resided in 
individuals. “Ninety per cent of what it’s all about is this internal stuff... all the 
stuff that we bring,” she insisted. Angela argued that it was the knowledge 
brought in by the individual worker – values and beliefs, backgrounds, 
personality, and the wealth of other personal characteristics that converge as 
humanness – that permeated the knowledge landscape in services. “It’s the 
major [knowledge] resource,” she told me.  
I soon discovered that Angela’s theory was a popular one amongst workers, 
with several of them claiming that it was the knowledge they brought with 
them – personal knowledge – that dominated support work.  
This revelation was fundamentally confronting to me. I had undertaken the 
study out of an initial (and now rapidly changing) conviction that what was 
needed in the support to older people with an intellectual disability was a 
massive injection of ‘outsider’ knowledge – of peer-reviewed, evidence-based 
knowledge derived from experts and research. Yet I was now being told that 
this type of knowledge, while acknowledged as valuable, was likely to be 
subsumed by a more pervasive form of knowing that was entrenched in, and 
sourced through, self.  
Angela’s claim necessarily resulted in a major expansion of my focus for data 
collection, and I thus began a more directed exploration of this internal, “90 
per cent” knowledge. My investigation is described here as four 
understandings of personal ways of knowing that I constructed out of my 
conversations with, and observations of, support workers, and during my 
participation in support activities. They are: what I treasure; what I bring; 
what I intuit; and what I do. My description of these facets of personal 
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knowledge is undertaken using examples I gathered across all three services. 
It commences with what support workers held to be the most important 
knowledge in their support of older service users.  
What I treasure: Uncommon valour and the most important knowledge 
During my in-depth discussions with coaches I asked them about the 
knowledge they thought was most relevant to them in their work. Almost all 
of these workers said that, of all the knowledges available to them, their 
personal values were the most important.119 Workers named the priorities 
and philosophies that were particularly influential in their support to service 
users, referring to: personally held priorities and beliefs such as honouring 
spirituality, prioritising family, and respect (“I believe in treating people as you 
want to be treated,” said Alanna); their commitment to strengthening social 
justice and quality of life for vulnerable people (“I don’t like injustice and I 
don’t rely on other people to fix it,” Lynne told me); prioritising the service 
users (“You’ve got to be here for the right reasons,” said Hannah. ”These guys 
come first, second and third”); and the sense of honour they felt working with 
people with an intellectual disability (“I feel really privileged to work with 
these guys,” said Francesca). Values were seen as the form of knowledge most 
likely to sustain quality support for service users, with Annie telling me: 
“Unless your own values are in place, [support] can all fall down.” 
Workers supported their claims to being driven by values-based knowledge 
through pragmatic demonstrations of, and discussions about, personal 
sacrifice. For instance, Gayle-Anne told me how she would use her own 
income to pay for recreational activities for service users who had negligible 
discretionary income. I also noticed that several workers frequently 
volunteered extra hours long after their shifts had finished so that service 
users could be assured of support that could not be accommodated within the 
                                                 
119 I note that most workers consistently used the word “values” to describe a range of 
implicitly held constructs which included beliefs, attitudes, agendas and schemas. I have used 
the word ‘values’ consistently throughout the findings to reflect its entrenchment within the 
support culture. 
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existing worker-to-service-user ratios. As Autumn told me of putting in extra 
time in order to provide more personalised support to service users: “It’s my 
passion.”  
Expressions of commitment and personal sacrifice amongst support workers 
occurred not only in the day-to-day support of service users but sometimes 
culminated in acts of valour. Jacklyn told me how, when supporting several 
service users to attend an event in Brisbane’s CBD, she had watched anxiously 
as an unknown woman with an intellectual disability stepped out without 
looking onto a busy road. Jacklyn stepped into the path of a speeding bus to 
pull the woman back to safety. Charlotte told me how, when workers had 
been informed that damage done by service users to their government-
owned home was going to cost them $70,000 to repair, she approached her 
builder husband and asked him to put in a quote for the work. His tender was 
successful and he completed the work for less than half the original quote. 
While Charlotte and her husband saved the service users tens of thousands of 
dollars they could not afford, the cost to them personally in terms of more 
lucrative professional opportunities was considerable. 
Enacting principles and values often came at considerable professional cost. 
Numerous workers told me how they considered themselves advocates for 
service users, often confronting management and other support workers 
when they saw that organisational or worker activities were contributing to 
what they perceived to be a violation of service user rights, or had resulted in 
denying their most human needs. Marian told me how she was told to go 
home by management after she had travelled from the service to hospital to 
be with a service user who had experienced what eventually became a fatal 
stroke. There was, Marian told me, no way she was going to leave the man 
while he was dying. “You’d have to be really soul-less to leave,” she insisted. 
Most of these workers believed that their dedication to service users – and 
occasionally deliberate recalcitrance towards organisational dictums – had 
been damaging to their careers, had prevented them from moving into 
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management, and had sometimes resulted in them becoming targets of 
harassment by managers and other workers.  
Most support workers thus told me that good – or ‘the right’ – values 
comprised the knowledge that was most important to maintaining quality 
support for service users, and that they often enacted these values at 
(sometimes great) personal and/or professional cost to themselves. Yet, while 
these individuals told me that their personal values were the principal source 
of knowledge they drew on during support and were the key motivators for 
going above and beyond their role descriptions, I noticed that when I asked 
what knowledge they thought contributed most during a specific instance of 
support, workers frequently referred to previous experience over that of 
values.  
What I bring: Myself and my life experiences  
The store of knowledge workers brought from their own selves and personal 
backgrounds was vast, and made significant contributions to their individual 
knowledge banks. During my conversations with coaches about the prior 
knowledge they brought to their work, and as I observed them working with 
older service users, I collected stories in relation to specific aspects of identity 
and background, and explored how these facets of previous life experience 
influenced the nature of the knowledge they used during support. Coaches 
talked about the impact of a wide range of life experiences and personal 
characteristics including family history, relationships, key life events, 
education, personality and temperament, work experience, culture, religion 
and spirituality, tragedy, and illness and disability. A detailed discussion of 
these aspects of would require a thesis in and of itself so I have limited this 
section of the chapter to two aspects of background that contributed directly 
to their work with older service users: education and employment. 
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 The role of education 
Coaches brought various levels of education to their work, with all coaches 
either working towards, or having attained, some form of post-secondary 
qualification. Eight coaches said that they had either RPLed,120 achieved or 
were working towards the attainment of a certificate- or diploma-level VET 
qualification in community or disability services. More than half of coaches 
(five) also had some university-level education: two coaches were in the 
process of completing an undergraduate degree, and two coaches had one or 
more undergraduate degrees and had completed (or were currently 
completing) a postgraduate qualification. Completed degrees were in 
physical, social or behavioural sciences, teaching and nursing.  
Coaches often identified how their previous education informed their current 
work. For instance, one of the workers, Beth, told me how she used 
knowledge learned during her nursing degree and subsequent practice 
experience to educate team members about resources they might find 
valuable (such as stabilising bandages), and teach co-workers how to take 
blood pressure readings and dress wounds. During the care to a service user 
with complex behavioural needs and a life-limiting illness who had been 
prescribed morphine-based drugs to manage her pain, Beth had 
recommended delivery of the medication via syringe into the mouth to 
maximise its potency. Her knowledge appeared to be valued within the team 
and, I noted, was called upon during team meetings.  
Not all coaches, however, considered that university-level qualifications gave 
workers an edge. Victoria – a worker who had achieved considerable success 
with improving the lifestyles of older service users using creative and 
unorthodox approaches – commented how she thought that university 
                                                 
120 RPL refers to recognition of prior learning. Trainees within the Australian VET system who 
demonstrate transferable formal, informal and non-formal knowledge and competence 
across unit modules may be given credit towards a specified qualification (Australian 
Qualifications Framework Council [AQFC], 2012). Both organisations involved in the study 
required support workers to either have attained, or be working towards attainment of, a 
minimum certificate-level VET qualification in disability or community services. 
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education was no guarantee of outcomes for older service users: “If I can fix 
Aubrey’s eating problems with a Cert IV and half a community services 
certificate, and the professionals with all their degrees… can’t, there can’t be 
too much missing from my education.” For Vickie, the value of education lay 
not in the qualification itself but in its ability to improve the lives of the 
people she supported. Hers was an approach to formal education that was 
widely held by her support-worker peers across all three services, many of 
whom agreed that successful support lay in deeper personal qualities, such as 
the ability to manage complex behaviours, than that of head knowledge.121  
 The role of previous employment 
Coaches often talked about their previous occupations, and explained how 
knowledge and skills developed during these positions had shaped their 
current approaches to support. In addition to having worked as disability 
support workers, coaches brought experience in community services 
(volunteering, frontline support, and/or management), business 
ownership/management, emergency services, teaching, child rearing, nursing, 
performing arts, and science (as a laboratory technician). 
One of the aspects of previous employment experience that was of particular 
interest to me was that most coaches in the study had experience working 
with the non-intellectually-disabled ageing population. Five coaches (and at 
least one-third122 of all of the permanent support workers in the three 
services) had paid or unpaid experience working in aged care settings. The 
experiences coaches brought with them ranged from the supervision of staff 
in large, multi-storied residential aged care facilities, to working as care 
                                                 
121 This approach reflects Cervero’s (1992) claim that practitioners value the ability to work 
practicably within the complexities of practice more highly than book knowledge. 
122 Not all support workers in each of the homes were willing to engage with me in depth 
about their personal backgrounds so I was not able to determine the exact proportion of 
workers who had aged care experience. The calculation was made on the basis of those 
individuals who did talk with me against the total number of support workers present in each 
location. As such, this figure represents the minimum proportion of support workers who 
brought aged care experience to their work.  
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workers or volunteers in dementia care units, low-care residential hostels, and 
high-care residential aged care facilities.  
Given the specific focus of the study, I was particularly interested in the 
influence of this aspect of employment history on coaches’ current knowledge 
bases, and explored it in greater detail with the five coaches. All of these 
workers talked about their experiences as having provided them with valuable 
knowledge about how to respond to the needs of the ageing service users 
they were currently working with.  
“You need to go along with it.” 
In her current role as disability support worker, Faith had worked for 
almost three years with Khloe, a woman with Down syndrome. She 
talked with me at length about what it had been like supporting this 
service user during her relentless descent into dementia, and the 
continual transitions in and out of confusion. Faith told me about the 
moment when Khloe pulled out a chair from the table in the dining 
room and stood staring at it for what seemed like an age – it was as if 
she had no idea what to do with it. Faith also talked about Khloe’s 
growing aggression towards herself, staff and housemates; the refusal 
to shower or change her clothes; the screaming; and Faith’s attempts to 
relieve the growing distress of Khloe’s housemates as she tried to help 
them understand the changes in their long-time friend.  
Faith explained to me that she believed she had coped with the 
confronting changes in Khloe much more stoically and strategically than 
her support worker colleagues. When I asked why she thought that was, 
Faith explained that she had once volunteered to work in a dementia 
care unit, and told me several stories about residents she had met 
during her experience, a number of whom had taught her about the 
nature of dementia and what they most needed from their workers. 
There was Naomi, whose paintings currently lined the hallways of the 
aged care facility – she was able to transcend agitation and step into 
lucidity whenever she put brush to canvas. Women whose minds had 
transported them to an earlier era thought they were young mothers, 
some nursing dolls as if they were taking care of precious newborn 
infants. Faith told me that through working with these individuals she 
had learned that there was nothing to be gained by confronting 
delusional behaviour and trying to force people back to reality. You had 
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to enter into the mysterious world of illusion and treat it as your own so 
that you could work out a way to reduce distress and restore harmony. 
And so Faith learned one of the most powerful lessons of her time at the 
Unit: “You need to go along with it. That’s what made them happy.” 
Having worked in aged care consequently provided workers with actionable 
bodies of knowledge that they were able to bring to the support of older 
service users. Because of her experiences volunteering in a dementia care 
unit, Faith knew she needed to accept alternate versions of reality, and step 
delicately and responsively through them, rather than trying to confront 
changing personalities and strange behaviours. Other support workers with 
aged care employment backgrounds told me how the intense pressure and 
demands of working in such low worker-to-client environments (sometimes as 
low as one worker to 50 residents) made them excellent time managers – it 
had instilled, as Renee told me, “people skills under duress”. Jemma talked 
about how her experience working with people with dementia enabled her to 
step into a coaching role and share her knowledge with her nervous disability 
worker colleagues. When older service user Gerald collapsed in the bathroom 
during a shower, the ex-aged-care-attendant immediately recognised the 
signs of stroke and called an ambulance. Mia talked about how sitting with 
aged care residents and holding a hand while they lay dying became part of 
her nightly rounds, simply because she didn’t want anyone to have to die 
alone. She then brought this compassionate attention and stoicism about 
death into her work with a disability service user who had been diagnosed 
with a life-limiting illness. Each of these facets of experience-based knowledge 
thus made tangible contributions to workers’ current practice. 
Experience working in residential aged care provided an additional safeguard 
for older service users. Support workers with a background in aged care held 
strong beliefs that residential aged care was not a suitable support option for 
older people with an intellectual disability. Kathren told me how the low care-
attendant-to-resident ratios in residential aged care meant that some 
residents with dementia were kept in strait jackets to manage behaviours 
such as stripping off clothes and walking the hallways naked, or were kept 
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behind locked doors to prevent wandering. As such, ex-aged-care support 
workers saw that there were irreconcilable tensions between the aged care 
structures they had worked in and what was needed by people with an 
intellectual disability as they aged. In essence, experience in working in aged 
care provided support workers with a knowledge safeguard: according to 
Dulcie, it reinforced a belief in the importance of supporting ageing in place 
for older service users and encouraged them to avoid what Vera sombrely 
referred to as “the assembly line of aged care”.  
Thus, coaches’ experiences working in aged care comprised a rich and potent 
body of knowledge and expertise that had considerable impact on work 
practice: it both enabled them to work more effectively with older service 
users and strengthened their determination to support service users to age in 
place. These workers also told me, however, that this knowledge remained 
largely unacknowledged within their existing work contexts and remained an 
untapped source of knowledge within the services.  
What I intuit: Unconscious knowing 
Workers also told me how they drew on subtle, often inarticulable forms of 
knowing in their support to older service users. These implicit ways of 
knowing were typically difficult to articulate, and individuals who used them 
were frequently unable to explain what had prompted them to undertake an 
action in the way they did. The response I commonly received in response to 
queries about the knowledge they used in such instances was: “I just knew.” 
Several workers referred to this form of deeper knowledge as intuition. 
“I just knew”: Intuition as an “instrument of attunement”123 
Some workers told me that intuitive knowledges comprised some of the most 
important ways of knowing how to support older service users. I heard a 
number of stories about how ‘gut feeling’ had precipitated the identification 
                                                 
123 See Boucouvalas (1997, p. 4). 
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of serious illness or staved off a potentially challenging situation. Athena told 
me how she had been working with an older service user named Cherie and 
“just knew” that something was wrong. The changes in the woman were so 
subtle that Athena wasn’t able to explain what had prompted her concerns, 
only that she “just knew” Cherie wasn’t well. Athena pursued the issue with 
the frontline team, and Cherie was eventually taken for scans. She was 
diagnosed with vascular dementia, a form of dementia related to blood flow 
problems to the brain. Similarly Katrina “just knew” that Carl was unwell 
despite that fact that no issues had been flagged on his annual CHAP review 
just a few days earlier. After discussing the issue as a team and admitting Carl 
to hospital, workers learned that the cocktail of anti-convulsant medication he 
had been prescribed over many decades had built up to toxic levels in his 
blood stream and was well on the way to causing serious illness. In both 
instances, this deeper – and inarticulable – source of knowledge had acted as 
an early-warning system that had been drawn on by support workers and 
eventually led to the identification of serious conditions in older service users 
that recognised, empirically-based systems of knowledge had failed to detect.  
The essence of relationship  
The knowledge that some workers referred to as intuition also seemed to 
operate during the day-to-day activities of support and most strongly in the 
space of relationship. Support workers placed considerable importance on 
knowing the service users, not just in ways that accumulated the tangible – 
their medication routines, dietary needs and the like – but as people with 
unique ways of being in, and engaging with, the world. Thus to workers, 
successful support was primarily about the connection between individual 
workers and service users.  
This space of knowing-in-connection seemed to offer considerable advantage 
to workers. Sometimes, after observing a specific act of support, I would ask 
the worker how she had known to respond. Several of them answered me 
much as Miranda did: “I know because I’ve known him so long.” Knowing 
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people within the contexts of real-life engagement as part of a long-term 
relationship provided workers with a sense of knowing older service users 
apart from articulation, and contributed to these individuals’ continuity of 
care. Moreover, workers across all three services told me how some of their 
colleagues could, almost effortlessly, achieve outcomes with a named older 
service user, while best-practice efforts by others would inevitably fall short. 
The application of standardised practice was, in and of itself, insufficient, with 
some workers intentionally leaving support tasks to others whom they were 
confident could achieve the success that eluded them. 
Climbing down from the edge 
Support worker Penny and I were talking together in the dining room 
when her red-faced and flustered co-worker Melissa came striding into 
the kitchen. She was followed closely by Jordan, who strolled right up to 
us and announced that he thought he was in trouble. He began 
explaining that, during his trip to the shops with support worker Melissa 
– and while the car was in motion – he had grabbed the gear stick and 
pushed it into another gear.  
Melissa interjected. I could see that she was trying to remain calm but 
her passionate re-iteration of the story was having a noticeable effect 
on Jordan who was becoming increasingly tense at the reminder of his 
transgression, his red face, angry stare, and pinched expression dead 
giveaways.  
While I had never observed any indication of an aggressive side, staff 
had told me that Jordan was prone to violent behaviour. A few weeks 
previously he had been suspended from duties at his workplace for 
punching a co-worker, and had been banned from returning until 
service management could successfully negotiate his re-entry. Support 
workers were not keen to add to his ‘record’ so it was important that 
this situation did not escalate into one of physical conflagration.  
Penny began talking in her usual calm, slow and non-threatening voice. 
She invited Jordan to tell us all why he had moved the gear stick. He 
didn’t know, he replied, he just wanted to do it. She made no judgement 
about his response, instead going on to explain how frightening it must 
have been for Melissa who, at that point, took her cue to express – in a 
much less agitated way than she had before – how terrified she had 
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been by Jordan’s sudden action and the thought that they were about 
to have an accident.   
As conversation continued, Penny reminded Jordan that workers were 
not supposed to take service users in the front seat of the car for that 
very reason: that people sitting in the front seat might interfere with the 
safe operation of the vehicle. She then told him how much his workers 
trusted him – as they would do with a colleague and friend – to sit in the 
front and do the right thing, in other words, to look out for each other. 
By this stage Jordan was almost in tears. With a lump in his throat, he 
apologised repeatedly to Melissa and promised he would never take 
control of the gear stick again.  
As Penny was talking to Jordan, I couldn’t help but be impressed with her 
interpersonal skills and handling of the situation. Even so, I realised there was 
much more happening in this space than the application of sound strategy 
and a set of well-rehearsed skills. When Penny and I talked about the event 
afterwards, she explained to me that she and Jordan had somehow developed 
an unspoken understanding that allowed her to talk with him about issues 
that other workers wouldn’t dare tackle. Penny told me that she intuitively 
knew how to read Jordan’s moods and respond to them in ways that restored 
his equilibrium and sense of being in control; that the connection between 
them was of such a nature that she was able to alleviate the pressure Jordan 
felt during tension-filled moments.  
Effective support was not, therefore, simply a matter of having knowledge 
about procedures (behaviour support plans) and the service user (both 
Melissa and Penny were familiar with Jordan’s personality, needs, 
preferences, goals and history). It was about operating in the spirit of 
relationship, of sometimes relying on sensitivity and deeply ingrained 
perception to understand what older service users most needed from 
workers.  Intuition provided workers with a ‘sense’ of how to go about 
support that transcended factual information and instead relied upon a 
dynamic that could not be articulated or replicated. 
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Irrespective of its origins, some support workers thus saw intuition as its own 
form of knowledge and an immensely valuable one. These workers were 
inclined to trust their gut feelings about older service users and act on them 
even when the known facts did not support their hunches. It was a form of 
knowledge that often contributed to strongly positive outcomes for older 
service users, sometimes surpassing outputs embedded in the generalist 
knowledges of medicine and evidence-based practice.  
 Ingrained/embodied knowledge  
In addition to the subtle intuitive and relational forms of knowledge that 
support workers engaged during support, I also detected sources of knowing 
that were so deeply ingrained in support workers’ ways of operating that they 
were rarely articulated. For instance, workers did not often discuss the subtle 
contributions their personalities and previous lives had on their current work 
knowledge. Yet, I often thought I could detect links between workers’ ways of 
being and past life experience, and their present work styles. For instance, 
Bree – who occasionally talked about gathering evidence for various proposals 
she was developing to improve service user wellbeing – had a background as a 
science teacher. Maya – who had inspired older service user Roslyn to clap 
and smile broadly at the news of her return to the house – had a vibrant and 
engaged personality and colourful dress sense that intrigued and motivated 
the service users with whom she worked. Qiong – who told me about her 
many years of experience managing a highly successful business – was 
thought by co-worker Elodie to be highly-organised and skilled at co-
ordinating the administrative demands of the support worker role. Farah – 
who had once worked in an agency that required her to pay close attention to 
the medical needs of clients – would frequently engage with professionals 
over service users’ medical care and spend hours working through older 
service users’ health records compiling material for their CHAP reviews. And 
Kayla – whose rural upbringing in a warm, close-knit, comfort-loving family; 
many years of child rearing; and current role as a highly engaged grandmother 
– seemed to translate into shared dinners and cosy, chatty evenings with 
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older service users, and the occasional breaking of what she perceived to be 
overly constraining rules. Thus previous life experience and the expression of 
self were deeply ingrained in workers’ styles of operationalising knowledge. 
Despite the often inaccessible nature of these more subtle forms of knowing, 
some workers were, however, able to tap into more embodied forms of 
knowledge and talk about their direct influence on current practice. 
Thin skin and second nature 
After having had several days to reflect on my question about the 
knowledge she had brought across from her years of working in 
residential aged care, Patricia told me that much of what she had 
learned from her day-to-day work during that phase of her working life 
was no longer conscious. It was now second nature. And it was the little 
things she had forgotten, like assisting older people to dress. “You’ll 
notice that I never ask Evan to put his arms over his head to put on a 
jumper. [Older people] have a lack of flexibility in their joints and often 
can’t get clothes over their heads.” She also talked about the paper-thin 
skin of some of the residents in the aged care facility, and how the 
simple act of dressing could cause skin to tear. She then explained how 
she would go about repairing torn skin that couldn’t be stitched. 
Further, she always ensured that older service users were sitting before 
attempting to put their shoes on, and made certain that they had lots of 
“getting ready” time before activities so that they didn’t feel rushed.  
When she thought more about it, she realised that other support 
workers in the home did not use these practices when they assisted 
service users during daily activities.  
It was not until she began reflecting on her previous experiences that Patricia 
began to realise that some of the ways of operating she brought with her 
from her work in residential aged care were embodied to such a degree that 
they had become automatic actions within her repertoire of daily support 
practices.  
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What I do: Learning from action 
Another important form of knowledge that support workers used in their 
support of older service users was that which they gained through their 
engagement with the actual process of support and life in general. This 
knowledge comprised a perpetually growing and changing source of 
knowledge, and is akin to Drury-Hudson’s (1997, 1999) concept of practice 
wisdom, Bourdieu’s (1990) habitus, Polanyi’s (1966, 1969) tacit knowledge, 
and Dreyfus’ and Dreyfus’ (1986) expertise. This form of knowledge relates to 
what I have discussed later in the thesis as the construction of expertise, the 
shifting of existing forms of knowledge through the process of direct action. It 
is, therefore, discussed in considerable depth in Chapter 8 of the thesis.  
The contribution of internal knowledge 
My experiences tapping into the personally held knowledges of workers 
helped me to realise that Angela’s “internal stuff” – the “90 per cent” – was 
indeed a pervasive source of knowing that made a potent contribution to the 
knowledge of support. Every worker brought inimitable bodies of knowing to 
their work as a result of having lived as unique beings124 and, as such, were 
their own sources of knowledge, both for themselves and their colleagues. 
The knowledge that existed as part of the self – the accumulation of values, 
life experience, ingrained and intuitive forms of knowing, and the doing of 
support – was one of the more entrenched and inevitable knowledges in 
disability support, and a compelling driver of support worker actions.125   
Internal knowledge was also the platform for operationalising external 
knowledge, allowing workers to create responses in situations that could not 
be fully explained or answered by generalist knowledge alone. Internal 
                                                 
124 See Reay (2010) for a discussion on the uniqueness of individual knowledge. 
125 Internal knowledge was also a form of knowing that issued challenge to the knowledge 
base of support, with espoused knowledge (such as personal values and factual knowledge) 
and the ingrained knowledge of a lifetime sometimes operating in competition with each 
other. See, for example, the section of this chapter entitled “It’s Actually Strength and 
Power”: Not-knowing and the Motivation to Know Differently for a discussion about key 
challenges generated by personal values.  
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knowledge was, as such, crucial to the wholeness and implementation of 
knowledge in support, points that are discussed in greater detail in Chapters 7 
and 8 of the thesis. 
Moreover, and perhaps most importantly, internal knowledge was at the core 
of service provision to human beings. External knowledge could offer insight, 
fact, procedure and directive, but it was insufficient for discerning and 
responding to unique personalities, behavioural vagaries, subtle changes, and 
hugely varying everyday experiences of older service users. Nor could it 
generate the conviction that enabled their workers to make considerable 
personal and professional contributions and sacrifices on their behalves, or 
compensate for a lack of connection between worker and older service user, 
an aspect of support that was often central to the success of an intervention. 
Thus the external sources of knowledge, while important contributors to 
support worker knowing, were only part of the broad and picturesque 
landscape of support worker knowledge.  
The content of knowledge  
The external-internal knowledge dichotomy described in the preceding 
section of the chapter, and depicted in Figure 6.1, represents a broad 
conceptualisation of the sources of knowledge as I was able to identify them 
at each of the services. 
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Figure 6.1. The sources of knowledge accessed by individual workers. 
Figure 6.1 provides a representation of the sources of knowledge as I explored 
them during data collection. It acknowledges that support workers drew on a 
range of sources of knowledge during their daily support to older service users 
that were both external and internal to self. During my investigation into 
external knowledge, I identified six key sources that support workers typically 
drew on: stakeholders, the employing organisation, professionals, training, 
the community, and the frontline team. My exploration into the internal, or 
personal, knowledge of support workers resulted in an understanding of 
personal knowledge as operating within four key domains: values (what I 
treasure); fullness of life experience (what I bring); the more subtle forms of 
knowing referred to by some workers as intuition (what I intuit); and the 
growth of practice knowledge (what I do). The curved, double-headed arrows 
represent: 1) the less-than-straightforward accessing of external sources of 
knowing; and 2) workers’ active and passive engagement with external 
knowledge. 
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Figure 6.1 is, however, a fundamentally simplistic representation of support 
worker knowledge for a number of reasons. First, the division of knowledge as 
external and internal is a point of contention within the literature on 
knowledge.  While numerous authors distinguish between the various 
concepts of data, information and knowledge (e.g. Dalitz, 2005; Durant-Law, 
2004; Stehr & Grundmann, 2005), other authors argue that information and 
facts –  artefacts – make contributions to the knowledge base of the individual 
but do not constitute knowledge (Peschl, 2004). Peschl argues that knowledge 
can only be internal in nature. He does, however, also acknowledge that 
external knowledge plays “an extremely important part in any cultural process 
as well as in any kind of knowledge management or knowledge organisation” 
(p. 8). Dalitz (2005) supports this perspective, and argues that “knowledge 
cannot exist without information to support it and information cannot be 
interpreted without knowledge“ (p. 88). Dillon (2005/2002) similarly contends 
that “the notion that knowledge is exclusively mental is refuted by reference 
to recorded knowledge, the stuff of books, reports, plans, et al.” (p. 275). 
Thus, the facts, procedures, directives and inputs located beyond the self also 
constitute knowledge. 126 
Similarly, as this study was about knowledge in the space of everyday life, and 
tangible representations of knowledge were evident within each of the 
services (and were actively and passively used to inform the work of 
practitioners), I decided to maintain the distinction between external 
manifestations and internal experiences of knowledge in my understanding of 
knowledge. It was, however, an awkward tension which I needed to manage 
constantly throughout the research. Because even as I was contemplating and 
categorising knowledge as separate components, I realised that 
fragmentation via categorisation was a fundamentally problematic approach 
to understanding what knowledge was and how it was operated.  
                                                 
126 This understanding also acknowledges that industries involved in the production of 
externally located bodies of information – such as academia – may decry the notion that their 
product does not constitute knowledge. 
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The trouble with taxonomy: Wrestling with the separation of knowledge 
Part of the challenge of conceptualising knowledge in terms of component 
parts came from my attempts to see how workers’ knowledge mapped onto 
existing taxonomies of knowledge. Early on during my investigation, I had 
considered how models of social work knowledge might translate to the 
working lives of disability support workers. Drury-Hudson (1997, 1999) and 
Trevithick (2008, 2012) have both proposed widely cited frameworks that 
explicate the professional knowledge of social workers (Chenoweth & 
McAuliffe, 2012). Drury-Hudson summarises social work knowledge within 
five main categories: theoretical knowledge; empirical knowledge; procedural 
knowledge; personal knowledge; and practice wisdom. Trevithick’s framework 
identifies three core domains of social work knowledge: theoretical 
knowledge; factual knowledge; and practice knowledge. The models identify 
and discuss the contributions made by such knowledge-based constructs as 
fact, law, social policy, agency procedure, practice theory, and intuition to the 
practice of social work.127 
I eventually realised, however, that my attempts to map the real-world 
knowledge of support workers on to these well-known frameworks were 
inevitably confounded. 
It was, for the most part, difficult to determine whether knowledge used 
by workers in a specific circumstance was primarily empirical, 
theoretical, procedural, personal or based in practice wisdom. Workers 
themselves were often unable to explain the derivation, with Erika 
asking me if the medication procedure might be a theory (as well it 
might have been, but neither of us could make that determination from 
the facts at hand). Similarly, I often found myself unable to decipher one 
type of knowledge from another, with procedural knowledge sometimes 
                                                 
127 Trevithick (2012) argues that social work is not synonymous with human service type care, 
a point with which I agree. Social workers in Australia differ from human service practitioners 
in a number of ways. They: 1) are typically university educated; 2) are not, in the main, 
responsible for whole-of-life care for clients across the lifespan; and 3) are generally regarded 
within society as professionals. However, as there is no widely recognised academically 
derived model of knowledge in disability services (apart from those developed for use in 
social work practice), I carried these frameworks with me throughout the study as a way of 
testing models and theories during my engagement in field work. 
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appearing in the guise of practice wisdom, factual knowledge becoming 
merged with procedure, and multiple types of knowledge becoming 
enmeshed with personal knowing. Nor could I assume that information 
obtained from a professional was drawn any more from empirical 
evidence than it was from organisational directive, life experience, or 
practice wisdom. When did evidence-based knowledge stop being fact 
and start being part of the individual’s knowledge store? When it 
became smeared into the mess of everyday life and was no longer 
recognisable as fact or directive or theory? Because once knowledge was 
accessed by the knower, it immediately seemed to change and become 
something unique: no two workers reported event or acted on ‘the 
facts’ in exactly the same way. And so I found that attempts to 
differentiate between factual, theoretical and other types of knowledge 
were predominantly distractions that diverted my gaze away from trying 
to understand how knowledge actually existed. (Excerpt from 
researcher reflections) 
Even as I had difficulty applying the taxonomies of Drury-Hudson (1997, 1999) 
and others, I similarly found that my own artificial division of knowledge (the 
approach of exploring knowledge as identifiable points of ‘first contact’) was 
also flawed. For instance, Amanda, Josh’s speech therapist, delivered her 
knowledge about how to feed Josh via the mechanism of training, thus the 
information she shared with his support team fell into two potential 
categories of ‘source’: professional knowledge and training. Categorisation 
according to source was arbitrary at best. 
Nor could a taxonomic approach to knowledge tell me which sources of 
knowledge would be prioritised during a particular instance of support. 
Because, as I very quickly discovered, not all knowledge was equal in the eyes 
of support workers. While workers accessed many sources of knowledge (and, 
as outlined previously in this chapter, did not access others), certain types of 
knowing were relied on more heavily than others. For example, in some 
instances, workers relied heavily on input from older service users and in 
others they relied predominantly on the knowledge provided by professionals. 
Similarly, organisational procedure was relied upon in some situations and not 
others. So while taxonomy could often describe the diversity of knowledge 
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present in a given circumstance, it could not explain its perceived value or 
application during the day-to-day doing of support.  
Of greater interest to me in this area was the challenge provided by internal 
knowledge. While support workers initially accessed information from a 
particular external source, once it was taken up and used, stored and/or 
shared, the origins of source were often forgotten or became converged with 
other understandings. Thus, as intimated in the researcher reflection on the 
previous page, once knowledge had been absorbed into their personal 
knowledge banks, workers themselves often had difficulty pinpointing exactly 
where knowing had come from. Penny told me that she had learned to work 
with Jordan’s challenging behaviour through her experiences with her son 
with Asperger’s syndrome; on another occasion she told me that her expertise 
had grown out of her interactions with challenging co-workers; not long 
afterwards she referred to the influence of tertiary study; weeks after that it 
was her work in dementia units that seemed most salient to this aspect of her 
work. This multiplicity of knowing, of knowledges existing in inextricable 
merger, made knowing what informed practice inordinately difficult to narrow 
down. And so I began to understand through my discussions with Penny, that 
seeking to reduce real-life, actioned knowledge to its components resulted in 
an artificial delineation that had little relevance to its users. Because today I 
thought knowledge was sourced from this, but tomorrow I may understand it 
to have come from somewhere else. What is salient in the present may seem 
inconsequential upon future reflection.  
Thus once knowledge had been accessed and then embedded in memory and 
embodied through practice, it took on a fluidity and holism that could not be 
reliably traced or fragmented. Workers understood and interpreted 
knowledge as they lived it. As a knowledge of action it was, I thought, more 
practically conceptualised as wholeness.  
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Tacit knowledge and the gestalt of knowing 
Polanyi (1958, 1966, 1969) proposes a theory of human knowledge that 
positions knowing in the domain of lived experience: thought and action 
operate together as a harmonious whole. He states that this lived knowledge, 
or tacit knowledge, operates along the lines of Gestalt psychology, that 
awareness – particularly that which operates as part of learned and 
unconsciously repeated activity or skill – exists without knowledge of the 
particulars. Thus an individual can recognise one face in amongst a crowd and 
not be able to explain exactly how she did: “we can know more than we can 
tell” Polanyi asserts (1966, p. 4).  
Tacit knowledge is widely thought to be a largely inexplicable, ingrained and 
uncodifiable form of knowledge that is “deeply rooted in action, procedures, 
routines, commitment, ideas, value and emotions of individuals or groups” 
(Mládková, 2012, p. 105). It is developed through experience with the real 
world (Horvath, 1999; Sternberg, 1999); embodies a lifetime of learning 
(Novak, 2010); reflects practice shaped by the social contexts of operation 
(Bourdieu, 1990); and, within organisations, reflects an individual’s deeper 
subconscious competencies (Tomassini, 2002). It may even operate as 
intuition: “we often forget, or tend to discount, internally obtained knowledge 
– the knowing that comes to us from the inside of our bodies, arising as a “gut 
feeling,” an intuition” (Davis-Floyd & Davis, 1997, p. 145). While this form of 
knowledge typically exists at the individual level, some authors argue that 
tacit knowledge operating on the collective level is the basis of culture 
(Becker, 2005), and others, including Reinders (2010), suggest that tacit 
knowledge is also implicit within relationship.  
Each of these facets of holistic knowing were apparent to me in my 
investigations of knowledge. There were the everyday tasks of support that 
had been once learned and were now enacted without consciousness; 
commitment, emotions and values that were embedded in caring; lifetimes of 
knowing and action that were no longer remembered yet were now 
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embodied; unconscious adaptation of knowledge to context; the building of 
inarticulable practice; the presence of intuition and hunch; socialisation into 
support philosophy and culture; and more nuanced forms of knowing that 
were reflected in connection and relationship. Tacit knowledge was a rich and 
deeply embodied form of knowing that operated in potent tandem with the 
explicit artefacts of information. 
The importance of tacit knowing in workplace settings is similarly 
acknowledged in the broader literature on knowledge (see, for example, 
Nonaka, 1991; Spender, 2005; Sternberg, 1999), with Haron and Alias (2005) 
claiming that “tacit knowledge is potentially the most valuable asset in an 
organization” (p. 12). The finding that tacit knowledge represents a major 
contributor to the knowledge of disability support workers, along with the 
body of literature acknowledging the inevitability and value of tacit knowing 
in a variety of workplace operations, stands in noticeable contrast to the 
academic literature on the knowledge of support to people ageing with an 
intellectual disability (which prioritises external, primarily evidence-based 
knowledge in the support process), and thus reinforces the gap in the 
literature in this regard.   
Tacit knowing and the silence of proficiency 
One of the challenges of working with tacit knowledge lies in its deeply 
rooted, holistic and elusive nature. These subtle ways of knowing are typically 
difficult to articulate and are, therefore, less amenable to explanation and 
exploration (e.g. Gray & Densten, 2005; Lundvall & Johnson, 1994; Mládková, 
2012; Nonaka, 1991; Sternberg, 1999; Zeldin, 1959). And, as Polanyi (1969) 
suggests, the actioning of knowledge – along with the submerging of 
particulars into the whole – results in the transfer of conscious, explicit 
knowledge into the tacit domain. Knowledge becomes silent through the 
doing of it. Thus while support workers were able to talk about facets of self 
that they were confident had informed their personal knowledge bases (such 
as their explicit values and specific events within their life histories), they 
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were often unable to explain exactly how they had known to perform a 
specific task of support.  
Despite the invisibility of these subtle and unspoken aspects of knowing, they 
seemed to be contributing to a body of knowledge that was far more 
sophisticated than its silence portrayed it to be. 
Many times during field work I wondered if what workers referred to as 
“intuition” was some form of tacit knowledge or unarticulated 
expertise. The detection of serious illness and management of complex 
relationship using little more than hunch seemed to me to operate in 
the space of the unconscious – workers ‘just knew’ what needed doing. 
It seemed that there was some form of subtle and profoundly sensitive 
science in operation, with the accumulation and processing of 
information occurring at unconscious levels and eventually expressing 
itself as action, much like the intuition acknowledged by Boucouvalas 
(1997) and Davis-Floyd and Davis (1997), or the growth of expertise 
discussed by Dreyfus and Dreyfus (1986). (Excerpt from researcher 
reflections) 
Authors like Eraut (1994), Dreyfus and Dreyfus (1986), and Collins and Evans 
(2007) argue that tacit knowledge forms the basis of professional expertise. In 
their widely cited book, Mind Over Machine: The Power of Human Intuition 
and Expertise in the Era of the Computer, Dreyfus and Dreyfus argue that 
expertise operates across five layers of proficiency: novice, advanced 
beginner, competence, proficiency and expertise. As a result of embedding 
proficiency at less conscious levels of operation through repeated practice 
over time, experts are less able to impress with declarations of knowledge 
content and process than are novices (see also Collins & Evans, 2007). As 
such, workers’ inability to talk about their practice knowledge did not 
necessarily reflect a deficit of knowing or of reflective practice, but a quiet 
collection of holistic and ingrained ways of knowing that were contributing to 
a highly localised and engaged body of expertise for use in resolving newly 
encountered issues of ageing.  
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Positioning content 
The division between external-explicit-artefact knowing and internal-tacit-
embodied knowing was, in effect, a construction that reflected the varying 
levels of engagement workers had with knowledge. Internal knowledge was 
that which was carried by self as both known (that which could be expressed, 
such as life history and known facts) and inarticulated (deeper levels of silent 
and embodied knowing). Explicit knowledge represented that which existed 
within context and required investigation beyond the self.  
Both domains of knowledge were intrinsic to the support of older service 
users. External knowledge could inform action but not supply all the 
knowledge that was needed to perform the functional and relational tasks of 
actual support; and support workers required input from apart from their own 
personal knowledge banks in order to tailor support to people’s extraordinary 
needs. Thus the holistic operation of knowledge required the 
operationalisation of the explicit with the implicit, the fact with the 
interpretation, and the disembodied with the embodied. 
Conceptualising knowledge as dichotomy was not, however, sufficient for 
comprehending the complexity inherent in a knowledge of action. This 
understanding of knowledge was simply a construct aimed at articulating the 
elements of content and a platform from which to explore more nuanced 
understandings of knowledge. Because the challenges I encountered in 
conceptualising knowledge in this way were testament to it being far more 
dynamic and multifaceted than a reductionistic model could explain, and 
taxonomy came only fractionally close to mimicking the knowledge 
complexity present in the everyday working lives of frontline practitioners.  
The hoary old split between the mystical and the analytic will not do in 
the computer age, for neither pole of that often misleading dualism 
names the ordinary, non-mystical intuition that we believe is the core of 
human intelligence and skill… analysis and intuition work together in the 
human mind. (Dreyfus & Dreyfus, 1986, p. xiv)  
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The remainder of my exploration into knowledge thus stepped from this 
taxonomic platform into more dynamic realms of knowledge. The first of 
these domains relates to a parallel form of knowledge content that operated 
in contrast to that of ‘knowing’. 
“It’s actually strength and power”: Not-
knowing and the motivation to know 
differently  
The first part of this chapter introduced content as foundational to 
understanding the knowledge base support workers used to inform their 
support to older service users. Not long after I began my venture into 
knowledge at each of the services, I learned that there was another important 
component of knowledge content that operated in awkward tandem with 
knowing: the dynamic of not-knowing. Not-knowing was less about the 
content and scope of knowledge itself and more about an awareness – a 
sense – about the adequacy of one’s knowledge base to meet the demands of 
support.  
Knowing enough: Certainty and maintenance of the 
known 
When I first began my visits to each of the services, I found coaches eager to 
talk about what they knew about supporting older service users. They would 
often talk confidently and comfortably about the personal knowledge they 
brought to their work, the requirements of household routines, and the 
intricacies of everyday life for service users, specifically the latters’ habits, 
likes, dislikes, needs and temperaments. Knowing the day-to-day well 
contributed significantly to workers’ sense of knowing their jobs – particularly 
the service users and their routines – and provided them with a sense of 
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confidence and a reliable knowledge base during the steady flow of everyday 
activity.  
Mayhem on a Monday morning 
I knew to stay out of the way on weekday mornings so I took a seat 
beside Liam on the sofa against the wall. Liam and I sat silently allied, 
carefully observing the frantic bustle of service users getting ready for 
work. I watched as support workers walked rapidly – and sometimes ran 
– through the large lounge room in what appeared to be a discordant 
and furious-paced allegro of: “Have you got your lunch Max?”; “That’s 
my bag Tom!”; “If you don’t hurry up with your breakfast Andrew, the 
bus is going to leave without you.” Workers would occasionally stop 
briefly to exchange updates with, and request help from, each other, 
quickly resuming the intensity of activity.  
Housemates departed and calm restored, I sat with the workers as they 
ate breakfast and talked animatedly about the pattern and pace of their 
morning. The semblance of chaos had, I was informed, only been an 
illusion: each worker had known exactly what needed doing and in what 
order. As soon as she had got up from her sleepover shift, Madison had 
gone to Nathan’s room to try and wake him up. Nate was notorious for 
sleeping in, so Madison would return every few minutes to enact one of 
the tried-and-true strategies for prompting him out of bed. Deanna had 
known to first work with Maisie; it typically took this slightly built 
woman nearly two hours to eat her breakfast so she had to be ready 
long before her ride arrived. As per her usual routine, Elaine had headed 
to the kitchen to lay out an array of food choices for breakfast and then 
rushed off to spend 15 minutes standing outside the toilet door trying to 
persuade Josephine not to unravel the entire role of toilet paper and 
flush the fluffy mass down the toilet. Support was needed for toileting, 
showering, getting dressed, packing bags, putting together breakfast, 
and cleaning teeth, and each service user had his or her unique pace, 
pattern and preferences for going about the morning routine. Support 
workers knew these routines intimately and flitted from one service 
user to another, confirming progress and providing support.  
I remember watching this mêlée with adrenalin-tinged wonderment. It had 
seemed nothing short of miraculous that so few workers had readied so many 
service users with such different routines and needs in such a short period of 
time. And with so few missteps. Knowing service users as individuals had, 
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according to the workers at breakfast, been crucial to getting through the 
morning rush, the occasional and hurried catch-up between team mates 
helping to keep everything on track.  
As workers at the table told their stories, I detected a sense of pride – pride 
that was based, not only in having got nearly everyone off to a good start to 
the day, but in knowing what it took to create that success. Knowledge about 
people and routine had imbued the workers with confidence and a sense of 
direction that enabled them to maintain continuity and manage the ever-
present tension between chaos and order.  
When needs change 
It appeared that knowledge of routine, along with knowing the service users 
well, were highly valued knowledges at all three of the services. Yet as I talked 
with workers where the needs of service users were continually changing in 
unanticipated ways, I realised that maintaining status quo knowledge – or 
knowing the way things are – sometimes interfered with workers’ capacity to 
adapt to the multitude of new and confronting situations they were faced 
with as service users aged.   
“We have to find another way” 
Rhada had tried sharing her experiences of working with people with 
dementia with other workers on the team in order to help them adjust 
to the changes in Angie, a service user living with Down syndrome and 
dementia. Angie’s cleverness and passion for activity had been gradually 
replaced with forgetfulness, rage, lack of motivation, aggression, 
incontinence and refusals to shower, and her workers were having 
increasing difficulty working with her continually shifting engagement 
with life. 
Rhada told me that she would explain to her team mates that Angie was 
experiencing a degenerative illness and would encourage them not to 
take her behaviour personally. She would also try to encourage her 
colleagues to think creatively in response to the challenges: “We have to 
find another way to deal with the situation,” she would tell them. They 
would counter Rhada’s attempts to encourage a shift in perspective 
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with: “Angie has to [change her] clothes”, “she’s just being lazy”, or “you 
blame everything on the dementia”. According to Rhada, support 
workers insisted in anchoring their support in what Angie used to be 
able to do, unable to adapt to how she was now engaging with the 
world around her.  
 
Angie’s transformation had challenged workers’ existing knowledge of the 
long-time service user. Rhada’s experience working in aged care had provided 
her with a potentially valuable form of expertise that she brought to Angie’s 
support, yet her team mates had resisted the opportunity to learn from her 
experience, perhaps unable, unwilling or too fearful to accommodate new 
ways of understanding a woman they had known for many years. 
Rhada’s experience of having her evidently relevant knowledge base rejected 
was not unlike those of other workers, several of whom told me similar stories 
about knowledge recalcitrance amongst team mates. Beverley told me how 
some of her colleagues would become “staunchly addicted to some 
perspective they can’t let go of” at the expense of other, equally important 
frameworks. According to Beverley, they would become so “bogged down” in 
endless detail, entrenched ways of thinking, and limited ways of operating 
that they remained closed, and sometimes hostile, to other ways of doing 
support.  
“Don’t you change anything!”: Rigid knowing and territorialism 
In its extreme form, being sure about what constituted the ‘right’ support – or 
‘knowing enough’ about how to do one’s job – became active and strategic 
resistance to change. New ways of knowing, such as the introduction of a new 
philosophy of support or the arrival of a new support worker, were viewed as 
hostile threats to the way things had always been done, and needed to be 
controlled or extinguished.  
I heard a number of disturbing stories from support workers about rigid ways 
of knowing. Most coaches and several other workers at both Bolwarra and 
Red Gum told me about services where the support culture had become 
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enslaved to the familiar (such as household routine) or had been held to 
ransom by a domineering worker who – using strategies of intimidation to 
ensure compliance – insisted that all staff undertake support according to her 
own set of unwritten, and predominantly clandestine, rules. 
Exorcising the new demon 
I had not seen Dianne for some months. She had accepted a position in 
another of the organisation’s accommodation services and we were 
meeting to discuss the research findings.  
The day I met with Dianne, we had arranged to meet at a coffee shop of 
her choice. I had been sitting outside on a wooden bench scanning the 
café’s clientele and pavement crowd looking for her, and suddenly 
became aware of a woman standing right in front of me smiling. It was 
Dianne. Embarrassed, I laughed and stood up quickly to give her a hug, 
hoping she hadn’t detected my lack of recognition. At least not yet. I 
could not help but notice that this usually well groomed and tidily 
dressed woman looked disturbingly pale and uncharacteristically 
dishevelled, and I was keen to know why. 
We went inside the quiet café and ordered coffee and hot chips. Instead 
of discussing the findings, Dianne immediately began talking about the 
support environment of the new service in which she was now working. 
The outgoing shift leader, Emily – who had been transferred to another 
service – had told her firmly, “Don’t you change anything!” yet Dianne 
felt she couldn’t oblige. Much of what was occurring in the home 
seemed embedded in restrictive routine that had little – if any – basis in 
discernible logic. The insistence that gluten-free bread be bought for a 
much higher price at a far-distant boutique store than the cheaper 
version at the local supermarket left Dianne shaking her head. However, 
Dianne’s attempts to challenge the rigidly held routine (the early bed 
time for service users was abandoned when she was on shift), and 
update the hopelessly inaccurate files, were met with hostility and 
sometimes threats from other support workers, service users, or their 
families. As Dianne later found out, Emily had primed them to believe 
that a change in support approach would be disastrous for service users, 
and that they needed to get rid of the new worker so she could return 
and restore life to the way it should be. 
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Dianne had told me about a service where the strict enforcement of routine 
and the personal knowledge preferences of the dominant worker – now the 
status quo knowledge – had culminated in a culture of control. Listening to 
Dianne (and at least five other coaches and their stories) led me to believe 
that these cultures were closed to different knowledge brought in by new 
workers, and team members who refused to subjugate their unique 
contributions to entrenched ways of knowing often became subject to 
intimidation, mobbing and sometimes sabotage.  
Workers who shared their stories with me explained how these punishment-
oriented environments had a confining impact on the knowledge they were 
able to bring to support. Brigette – whom I thought was a particularly 
innovative, responsive and engaged support worker, and who was openly 
acknowledged and appreciated by service users – told me how she had been 
targeted for repeated complaint to management by support worker Kellie 
because of her lack of attention to procedural accuracy and unstandardised 
approaches to support. “She’s trying to get rid you,” co-worker Bella warned 
her. In response to the perceived threat, Brigette began investing larger 
amounts of her already limited time ensuring that quantifiable aspects of her 
work (such as paperwork) were flawless; creativity in support was shut down 
in case mistakes became the subject of yet another complaint; and searching 
the internet for new activities and resources for service users became a lesser 
priority than the gathering of allies and evidence to maintain employment. 
Similarly, Charisse, a once outspoken worker, began keeping her ideas to 
herself and stayed silent in team meetings. From what these workers told me, 
their actions were so effectively stymied by ‘controlling other’ that the 
application of knowledge and skills for the benefit of service users became a 
side issue: emotional survival and self-protection were now the priorities.  
A battle for the moral highground  
The frequency and intensity of both overt and furtive conflict between 
individual and allied groups of support workers drove me to explore what it 
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was that limited workers’ ability to embrace – or at least tolerate – other 
perspectives. I had wondered whether a clash of personalities might have 
been fuelling the fires of war. Workers, however, did not agree with this 
interpretation and a number of them told me that divisions in support 
approaches were the result of “wrong values”. I was intrigued by the 
consistency with which this and similar comments were made, and it was 
during one of my own experiences at the service and the epiphany that 
followed that I began to more fully understand how a particular form of 
knowing played a potent role in the resistance to new knowledge.   
Unpacking respect and self-righteousness 
Several months ago, Matthew turned to me and said, “Where’s 
my cornflakes? I’ve lost my cornflakes.”  
I said, “Matthew, they’re right in front of you.”  
Matthew looked at the cornflakes, then back at me and 
announced, “My eyeballs!!! I’ve lost my eyeballs!!!” 
 
I don’t think I’d ever laughed at a funeral as much as I was laughing at 
Matthew’s. The tributes from friends and workers told of a witty and 
insightful larrikin who loved to test his workers and tease his mates. 
Holly’s ‘eyeball’ anecdote launched the full-to-bursting chapel into fits 
of laughter, an act which momentarily camouflaged the shock and 
sorrow of this older service user’s sudden death from a stroke. 
 
Even as I could not help but chuckle audibly at the stream of stories, I 
noticed that not everyone was laughing. Two service personnel were 
sitting nearby in conspicuous silence, instead sharing corner-of-the-eye 
glances with each other and shaking their heads, just enough for me to 
notice them. I suddenly felt awkward, wondering if the rest of us were 
violating some sector-based axiom that funerals for people with a 
disability be entirely sombre affairs. As we made our way outside at the 
end of the service, one of them made low-voiced utterance to me about 
the disrespectful nature of the eulogy. 
 
I wrestled with the comment for some time afterwards, trying to make 
sense of it in line with my own internal schemas. I struggled to see 
‘disrespect’ in the service and had to admit that I had personally found 
the tone of Matthew’s funeral delightful. The celebration of Matthew’s 
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razor-sharp wit and droll soul through the vehicle of laughter seemed 
entirely à propos, triggering memories of my first encounter with him. 
When I had told him I was hoping to visit his home to study his workers, 
he smirked knowingly at me and demanded confidently: “So why aren’t 
you studying us?” Matthew’s insightful critique of my study had 
instantly inspired genuine esteem, and I was alert to a feeling of respect 
today more than ever.  
Besides:  I was, of course, right and The Critics clearly misguided. 
 
Because as much as I tried to accept their viewpoint as equally reflective of 
reality, I didn’t. My truth was more real to me than theirs was. Although on 
further, less defensive, reflection, I realised that their pronouncement of 
collective disrespect had created in me a feeling of shame (an undeserved one 
I felt), and had birthed a need in me to prove that my sense of right and 
wrong was just as valid as theirs was, if not more so. Further, I saw that 
‘respect’ was a banner that had been waved often at the service, and I now 
began to realise how slippery, and potentially divisive, reliance on such an 
undefined construct could be. While each of us could articulate our belief in 
the worth of respect as a guiding principle in support, our competing 
definitions of, and strong emotional attachments to, the word served to 
launch us into divergent moral spaces even as we apparently gathered as 
allies at the funeral of a man we all ‘respected’. Our varying understandings 
meant that the moral highground we each strove so hard to occupy was 
simultaneously protected and besieged.  
It was this event that helped me to see that the form of knowledge workers 
referred consistently to as “values” could have a potent effect on one’s ability 
to make space for and encompass other knowledges. Stehr (2007) suggests: 
“The world may be opening up, and the circulation of fashions, goods and 
people becoming more intense, but differing convictions as to what is ’sacred’ 
still create insurmountable barriers to communication” (pp. 37-38). Alerted by 
my own experience, workers’ reflections, and Stehr’s use of the word ‘sacred’, 
I began a second wave of discussions about values, asking workers what they 
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thought about my preliminary interpretation that support worker values were 
a primary source of knowledge in support work. 
During the conversations that followed, most workers confirmed their original 
position that their own practice was guided predominantly by their values, or 
their ethical compass. Most coaches argued that the work of their colleagues 
(particularly those with whom they did not agree) was not driven by values 
but by personally held priorities that remained unacknowledged and 
unreflected upon, and that interfered with support to service users. These 
“deep-seated needs” were, according to Cindy, a “completely unregulated” 
and thus “dangerous” form of knowledge.  
Thus individual support workers (and sometimes groups of workers) seemed 
to believe that their own knowledge priorities were the ones that were most 
beneficial to service users. Competing perspectives were thought to be, at 
best, less effective or, at worst, lazy, damaging, heartless or simply wrong. 
Wendy, a diligent follower of correct policy and procedure and an advocate 
for evidence-based practice, would critique the way other workers positioned 
Harry – an older service user with vision impairment – at the dining room 
table to eat. To her, the way Harry sat at the table was important for 
maximising safety and comfortability, and reducing the risk of accident. In 
contrast, Esther believed strongly that creating a relaxed family atmosphere 
and emotionally warm environment were higher priorities, and paid little 
attention to what side of the dining room table Harry sat on. As an observer 
on the fringes, I thought both positions seemed reasonable and desirable. 
However, some believed so strongly in the importance of their individually- 
(and sometimes collectively-) held priorities that, as Rachelle told me, values-
based disagreements became a common source of tension amongst workers: 
it’s very common for folks to have hard and fast ideas about this and 
that and the other, gotta jump on the soapbox and wave the flag and 
carry on about this and that and the other – holy shit, let’s all go to 
war!!!... It’s the idiotic machine gun routine again. We’re all just gonna 
get mowed down, and for what? 
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As Rachelle pointed out to me, tensions based in strongly held beliefs and 
agendas typically went unresolved and resulted in multiple and divergent 
approaches to supporting older service users. 
There were, however, a few workers who acknowledged their personal values 
as potentially problematic to the doing of support. Willing to explore what she 
described as “the dark side” of her drives to action, Amelia had engaged in 
years of counselling and self-reflection in order to heal the effects of years of 
abuse she had experienced within her family of origin and in subsequent 
romantic relationships. Out of this self-work, she had constructed a strong 
social justice framework that enabled her to advocate fearlessly for service 
users. Yet she recognised that her calling to social justice was as much about 
healing for herself as it was about her desire to work with vulnerable other: “If 
I can do that for others, it can counter balance the effects,” she told me. 
Amelia, and those colleagues with similar views, believed that we all come to 
our lives with underpinning – and perhaps shadowy – needs that inform our 
knowledge priorities, and that if we are unreflective about their influence 
over us, we can easily presume ethical superiority and situate ourselves at the 
apex of the moral highground.  
These experiences and conversations led me to understand that emotionally 
held schemas like values – while informing a rich knowledge base, generating 
an intense sense of commitment to the wellbeing of older service users, and 
providing a powerful driver of action – had also become a double-edged 
sword. Held to unreflectively, values operated like a dank, heavily guarded 
bunker filled floor-to-ceiling with dusty old knowledge that fuelled conflict 
and remained resistant to influence. They served to reinforce a sense of 
‘knowing enough’ even when it was clear that other viewpoints could make 
substantial contributions to the support of older service users. Worker values 
could, therefore, both contribute and detract from the knowledge of support, 
acting as a potent barrier to negotiation and the construction of coherent 
team practice amidst newly-emerging issues such as a diagnosis of dementia. 
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Yet, alongside the passionate drive to hold firmly to preferred ways of doing 
support, there was another dynamic of knowledge sufficiency that operated 
in parallel to ‘knowing enough’. 
Resurrecting Nietzsche: Confronting conviction and the 
humility of not-knowing  
Even though support workers conveyed a sense of confident knowing with 
regard to how to support older service users through prioritising the more 
routine aspects of their lives and through employing “right values”, several of 
the workers shared with me the gnawing sense they held about what they 
didn’t know. For them, not-knowing had become an integral component of 
doing knowledge, and was a way of thinking that they consciously embedded 
in their day-to-day engagement with older service users and with each other. 
“Abandoning self” 
“Convictions are the greater enemy of truth than lies,” said Sarah in her 
near-word-perfect rendition of Nietzsche’s famous quote. “Once you’re 
convinced of a certain thing, you’re blind to all the other realities,” she 
elaborated. For her, it was vital that she willingly open her mind to 
alternative ways of doing support. This mindset that she called 
“abandoning self” enabled her to hold the apparent tensions between 
competence and not-knowing, and confidence and humility, telling me: 
“We typically think of the concept of humility as this meek, lovely – you 
know, the abstract, nice thing; but it’s actually strength and power.”  
Sarah, and those support workers who acknowledged the merits of not having 
ready-made answers, would talk about how they sometimes resisted the drive 
to claim truth. Knowledge was, in some instances, merely a myth. For 
example, several workers questioned the well-promoted requirement to 
‘know’ service users, with Philippa telling me:  
You know you hear people talk about ‘know your clients’? That’s 
another oversimplification. That doesn’t really exist at all. You never 
really know that person at all. Cos after ten years of knowing somebody, 
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I just still, still – constantly it happens – they just blow you out of the 
water. 
Philippa’s willingness to acknowledge the incompleteness of her knowledge 
base enabled her to remain open to new ways of knowing the same person 
and understanding the familiar. For this worker and her like-minded 
colleagues, claiming knowledge about service users gave them an 
unwarranted sense of ownership: knowledge, in their eyes, was not so much a 
possession as a pursuit. They saw themselves as perpetual, unknowing 
learners, with service users as their primary tutors. These tutors also served as 
a key source of knowledge, requiring workers to remain alert and responsive 
to a way of being in the world that that was entirely dynamic, elusive to 
attempts at ownership, and ready to surprise precisely at the moment when 
they thought now I know. So even though most support workers 
acknowledged the importance of understanding the needs and preferences of 
the people they supported, some of them had begun to realise the 
impossibility of the dictum ‘know your clients’.  
While the openness of not-knowing seemed to allow workers to abandon 
devotion to certainty, and created a wide open space to know differently and 
more fully, it was not always easy to achieve. Nor did it come without cost.    
“When you don’t know the answers”: The price of not-knowing 
Living with uncertainty about how to attain desired outcomes for older 
service users sometimes left several workers struggling with a profound lack 
of confidence about how to do support. The need to constantly adjust to the 
shifting needs, preferences and natures of older service users kept some 
workers constantly aware of just how few answers they had. 
The feeling of uncertainty 
Moira talked about the decisions she and the team had made as they 
worked with Katie during her experience with cancer. They must have 
made some bad ones, she pondered. I asked her if she would mind 
providing me with an example of a bad choice. We sat in silence for 
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several seconds. Finally Moira said, “I can’t think of one.” In hindsight 
she regretted none of the decisions the team had made during Katie’s 
support: all of their choices had been founded on professional input and 
evidence-based knowledge, careful reflection, and robust discussion. 
Her comment about the inevitability of making poor decisions was 
anchored in the gnawing feeling of uncertainty – the worry of getting it 
wrong – that had hovered over the team throughout Katie’s illness. They 
had known so little right from the beginning, were constantly reviewing 
and revising what they did know, seeking out more knowledge, and 
checking it against Katie’s continually declining health that there was 
little room for knowledge confidence. 
As Moira showed me, even careful attention to gathering sound knowledge 
and engaging best practice was no inoculant to ‘knowledge unconfidence’. As 
Stehr and Grundmann (2005) suggest, acquisition of knowledge does not 
necessarily reduce uncertainty (see also Stehr, 2007), and some of Katie’s 
workers had been profoundly challenged by the sense of not knowing what 
was to come, despite their ongoing attempts to strengthen their knowledge 
base. Sonya, for example, had described, in considerable detail, aspects of 
Katie’s support that she had found enormously confronting. She highlighted 
the vicious mastectomy wound and fungating, foul-smelling, open tumour on 
Katie’s chest, and reflected tearfully on her floundering attempts to dress the 
putrid flesh: “The fluid in her breast would leak everywhere. It was the most 
dreadful thing I’d ever done.” Sonya told me how she had not personally 
encountered dying before, especially not someone she cared about; neither 
had the team been prepared for the drastic changes in Katie’s support needs. 
She confessed she had struggled continuously with the lack of knowledge 
about the trajectory of Katie’s illness, and the constant sense that she didn’t 
know what she was doing despite the training and direction she received.  
My conversations with Sonya continued for many weeks and during those 
weeks I developed a strong sense that working in a space of profound and 
unpredictable events, while feeling continually unconfident about how to 
respond, had left her feeling traumatised. It was an observation with which 
she agreed. I then began wondering how other workers provided support 
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from spaces where knowing seemed so fragile and unstable, and talked to a 
number of them about how they dealt with knowledge unconfidence during 
support. For some workers, the continual sharing of stories with team mates 
was vital to shoring up a sense of what worked, what didn’t, and what to do 
next. Also, many workers indicated that expertise brought in from previous 
life experience acted as an inoculant to the stress of not-knowing in highly 
confronting situations. Patricia told me how her experiences as a paramedic 
had primed her for calmness in crisis, and she was able to respond coolly 
when a service user suddenly exited the vehicle she was driving while 
stationed at traffic lights on a major arterial road. Darla, who had also been 
part of the team supporting Katie during her illness, had drawn on her years 
of working in residential aged care, including her experiences of sitting beside 
residents and holding their hands as they lay dying. As such, previous life 
experience provided workers with a sense of: because I have done something 
similar before, I can do this now.   
However, like Sonya, existing in a space of not-knowing – particularly when 
the needs of older service users were urgent and confronting – was difficult 
for many workers. As Felicia told me: “It’s hard to come to work when you 
don’t know what to expect, when you don’t know the answers.” Remaining in 
a space of not-knowing, a space that required openness to other knowledge 
yet promised no answers, seemed to me to be fraught with vulnerability for 
workers who were constantly expected to generate outcomes for older 
service users in increasingly uncertain and confronting circumstances.  
Knowing in absentia: When knowledge is missing 
While a strong sense of knowing enough may have contributed to a 
breakdown in workers’ ability to know differently, sometimes not-knowing 
was less about a deliberate closed mindedness towards knowledge or a sense 
of knowledge insufficiency, and more about, as one worker said, “you don’t 
know what you don’t know.” What workers didn’t know was evident in two 
key areas: blind spots to knowledge and a dearth of answers.   
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“I think I might have been doing the wrong thing.” 
It was a quiet Sunday, with just a few families and older couples dotted 
throughout the restaurant. Two older service users who were also long-
time partners, Ryan and Madelyn, walked slowly ahead of us, eventually 
choosing a table at the far side of the room. Ryan insistently and 
awkwardly pulled out his own chair and sat down. His birthday lunch 
had barely begun, yet I thought he looked exhausted. 
Support worker Brooke handed Ryan the menu. “What would you like to 
eat Ryan?” Unable to eat much of what was on offer, Brooke promptly 
suggested a few items. Ryan chose fish and chips, and a bottle of diet 
coke. Maddie chose the same. Once we’d all decided, Brooke and 
Maddie went up to the counter where Maddie ordered and paid for her 
and Ryan’s meals. Brooke and Maddie returned with drinks. We talked 
as we waited for the meals to arrive. When the fish and chips arrived, 
Ryan picked up his knife and fork, and concentrated his energy into 
trying to cut the fish. He was trembling so much he could not bring the 
knife close enough to the fillet to cut it.  
“Would you like me to cut it for you Ryan?” Brooke asked.  
“Yep.”  
Brooke pulled the plate towards her so that she could cut the fish into 
bite-sized pieces, then pushed it back to him. Ryan then picked up a chip 
with his fingers and began the task of tentatively steering it towards his 
mouth. Suddenly conscious that I was observing him a little too closely, I 
diverted my attention to Brooke and Maddie who were sharing small 
talk and devouring their meals. It did not take the three of us long to 
finish. I noticed that just a few minutes after we had finished eating, 
Ryan had put down his knife and fork. He had barely touched his meal. I 
wondered if this proud and increasingly frail man was alert to the fact 
that he was taking much longer to eat than the rest of us, and decided 
to stop rather than hold up our day. 
Observing Ryan try to eat during the following weeks was increasingly 
nerve wracking. I remembered a night Amber had been on shift, and the 
residents were tucking into one of their regularly-requested meals, 
sausages and bacon, accompanied by the obligatory vegetables. Amber 
rarely cut up food for service users as some workers did – “you can do it 
yourself mate” was her cheery response to a request that she believed 
could be done by the requestor. As I watched Ryan tackle the mass, the 
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sausages suddenly seemed larger than any I had ever seen. They lay on 
the plate untouched. Perhaps the bacon looked like the simpler option 
because Ryan, with trembling arm, lifted the meat over his head to try 
and position his mouth under the dangling rasher. I left the dining room 
with Kylie who had asked me for help with washing out her dentures. 
When I returned 20 minutes later, Ryan was still sitting at the table, his 
plate almost as full as when he had sat down with it.   
It wasn’t long afterwards that I visited again and found Ryan, recently 
having been discharged from hospital, looking white and frail, and lying 
on the lounge room sofa. Amber and Erin were standing nearby, looking 
concernedly at him and talking. Erin was explaining how she had 
prepared a roast meal for Ryan the night before, and had blended it 
with gravy from the roast and spoon-fed it to him. He had eaten the 
entire plateful. Erin had been trying to convince Amber that support 
workers on the team needed to take a much more active role in 
assisting Ryan to eat. “He just can’t do it himself anymore,” she said 
emphatically. 
Amber looked at me, and then back towards Ryan. She suddenly 
seemed uncharacteristically sombre. “I think I might have been doing 
the wrong thing,” she said. 
It was after her discussion with Erin and, later, as a result of input from a 
speech therapist, that Amber began to question the adequacy of the 
knowledge base from which she had been operating. In many of our earlier 
conversations, she had promoted the importance of encouraging service users 
to be as independent of support workers as possible, telling me: “As long as 
they can do it safely and effectively, they should do it for themselves.” She 
rejected what she described as “the nursing home shift” mentality where 
support workers would do “too much” for service users, preventing them 
from developing and maintaining skills for independent living. Yet she had 
now begun to realise that perhaps she had erred too far towards self-reliance 
when a more hands-on approach to supporting Ryan was now required. And 
as I thought about this situation more, it seemed that diligent and uncritical 
adherence to sanctioned support philosophies such as independence could 
act as a barrier to expanding knowledge, and result in workers failing to 
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provide increasingly frail older service users with increasing – rather than 
decreasing – levels of assistance in line with their changing needs.  
In addition to blind spots in one’s knowledge base, sometimes workers 
operated from a position of simply not having answers.  
“We’ve got no way of knowing what it is.” 
I arrived one morning to see Elisse sitting in the lounge room in a 
wheelchair with her feet resting on a padded chair. A worker I had never 
seen before was fussing over her, carefully re-arranging the dressing 
gown on her shoulders and checking the circulation in her feet. She then 
gently wrapped the blanket around her legs. She turned and flashed me 
a brief smile before directing her attention back to Elisse. “Would you 
like a drink Elisse?” Elisse stared back at her, expressionless. The worker 
headed off towards the kitchen.  
When Elisse saw me, a brilliant smile spread once more across her face 
and she extended her hand to me in keeping with her usual greeting. 
Even as I returned the gestures, I wasn’t convinced she recognised me 
but was simply enacting a long-held habit. The wide grin was quickly 
replaced with a grimace as she pulled at the gaping waistband of her 
tracksuit pants and moaned, “Too tight….”  
The worker (she introduced herself as Taylor) returned with the drink 
and encouraged Elisse to take a few sips. Taylor explained to me that 
Elisse had been complaining of pain in her stomach, and that she had 
been told by the permanent workers that the pain had been, and was 
being, investigated. The cause had not yet been identified.  
I wasn’t sure whether it was Taylor’s discomfort I sensed as we stood 
silently observing Elisse’s very evident distress or whether it was my 
own I was feeling. As we listened to her moaning, and watched her 
grimace and pull repeatedly at her already loose pants, a sense of 
helplessness settled over me. I desperately wanted to do something to 
end her distress. Yet I knew that the service, guided by Elisse’s GP of 
several decades and assisted by Elisse’s sister Ava (who was also a 
registered nurse), had supported Elisse to have numerous blood tests, 
an endoscopy, biopsy, colonoscopy, x-rays, CAT scan, and tests for 
urinary tract infections and coeliac disease to try and uncover the 
source of the pain. Further, Elisse was currently on prescribed 
medications for pain relief and constipation, and was seeing her GP on a 
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regular basis in order to – again – systematically eliminate possible 
physical causes before commencing an in-depth investigation into the 
psychology of her distress. A recent attempt to ameliorate Elisse’s 
discomfort using anti-depressants was thought by a family member to 
have caused an allergic reaction and was immediately ceased, leaving 
the GP to fathom a more effective form of emotional relief.  
With health professionals unable to locate the cause and develop a 
treatment regime, and Elisse – who now rarely spoke – unable to 
verbally describe her discomfort with anything other than an insistence 
that her very baggy pants were “too tight”, support staff were at a loss 
to explain the pain. Four of us had sat around a dining room table late 
one evening sharing stories and formulating hypotheses about potential 
causes of her physical suffering based on the medical test results, their 
knowledge of Elisse, and our own personal and professional experiences 
of illness and pain. Every suggestion I made had already been explored 
or trialled with no noticeable improvement in Elisse’s condition. As we 
finished the discussion with no new ideas to propose to management, 
Petra summed up the apparent vanity of the exercise: “We’ve got no 
way of knowing what it is.” 
Elisse’s support team had worked with Elisse, her GP, specialist and allied 
health professionals, Elisse’s sister, and each other in order to try and 
determine the cause of Elisse’s pain so that they could end her suffering. They 
had engaged in a continuous approach involving problem identification; 
formulating and testing hypotheses with the support of medical experts; and 
story gathering, reporting, sharing, challenging and reflection. From their 
perspective, they had done everything they could think of to resolve Elisse’s 
pain. 
Their failure to locate solution, however, had led to criticism of the service, 
not only from within the organisation but externally, with more than one 
professional involved in Elisse’s care inferring neglect. “It’s always ‘the stupid 
staff’,” China explained to me, as she discussed how workers had been 
consigned the blame for Elisse’s ongoing distress. Yet there was no clear 
answer lying in wait of discovery, and the experience of supporting Elisse 
during the investigative process seemed – to worker Freya – much like 
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emptying the ocean an egg cupful at a time, where support workers and 
professionals alike employed trial and error to eliminate the most likely 
physiological (and then psychological) causes, one step at a time.   
For those of us on the sidelines, this pursuit of solution seemed intolerably 
long. Perhaps it was this wait, exacerbated by the torment of listening to 
Elisse in distress, that fed our insistence for resolution. Yet in the meantime, 
workers had no choice but to remain in the space of not-knowing as they 
mined the known sources of knowledge for answers. They paid for their lack 
of outcome, however, not only with Elisse’s ongoing distress and the sense of 
vulnerability that came with not being able to find solution, but also with the 
shame and anger that came with the assignment of blame.  
It was through workers’ support of Elisse that I came to understand that 
prioritising an evidence-based approach to support was no guarantee of 
answers. Nor was failure to secure swift solution proof of unscientific practice. 
Hindsight may have been the most comfortable vista for those who sought to 
judge but it was also the most simplistic: the ocean workers were striving to 
empty was murkier than any of us sitting along the fringes could reasonably 
have envisioned, and not-knowing was inevitable as workers navigated the 
ever-shifting intersection between growing older and living with an 
intellectual disability.   
The inevitability of not-knowing and the challenge of 
agenda 
Storing up large amounts of this externally obtained knowledge in our 
brains is essential for success in Western technocratic society; we are 
graded on it, judged by it, succeed or fail on the basis of how much of 
this knowledge we have. (Davis-Floyd & Davis, 1997, p. 145) 
In the age of the knowledge economy, knowledge is the fundamental 
resource (Nyhan, 2002). Possession of knowledge and the ability to wield it 
masterfully brings advantage, the desired state being one of abundant 
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knowing that contributes solution. The knowledge worker is supposed to 
deliver answers.  
Yet as disability support workers travelled with service users through the later 
stages of life, they were often faced with the unforeseen and the unique 
within settings of few ready-made answers. The newness of event, vastness of 
everyday life, distinctiveness of older service users themselves, the diverse 
challenges imposed by ageing, and workers’ own lack of experience working 
with this specific client group contributed to an ongoing sense of knowledge 
insufficiency. Knowing did not exist apart from not-knowing, with both 
attitude (degree of openness to new ways of knowing) and access (availability 
of content) playing key roles in workers’ perceptions about the adequacy of 
knowledge. The dynamic of not-knowing was, therefore, as necessary to the 
discussion about the knowledge landscape as was content. As Stehr (2007) 
argues, “uncertainty is a constituent feature of knowledge” (p. 8), and 
knowing and not-knowing were two antithetical facets of knowledge that 
were operated by workers in a continual state of analytical and emotional 
tension. 
Stehr’s (2007) uncertainty represented an uneasy truce between knowing and 
not-knowing, and was not an easy space in which to remain. It was a 
positioning that demanded questioning of one’s strongly held convictions; 
questioning of the adequacy of one’s own knowledge base; questioning of the 
efficacy of élite forms of knowledge such as medicine and support philosophy. 
Not-knowing was a necessary component of knowing, but in the face of 
unanswered suffering, the vulnerability of self-questioning, trauma and 
criticism, it also demanded a great deal from the workers who lived it.  
Because far from shoring oneself up in a place of knowing enough, not-
knowing required workers to hold on to discomfort, and embrace the humility 
and courage of open mindedness. Open mindedness is a state of mind that 
enables workers to adjourn knowing, reject the need to prematurely finalise 
knowledge, and exist in ambiguous possibility (Taylor & White, 2006). It 
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incorporates such concepts as ignorance, uncertainty, self-questioning and 
not-knowing (see, for example, Balen & White, 2007; Garde-Hansen, 2011; 
Taylor & White, 2006), and promotes dearth of surety as preferable to 
overconfident knowing:  
Genuine ignorance is profitable because it is likely to be accompanied by 
humility, curiosity, and open mindedness; whereas ability to repeat 
catch-phrases, cant terms, familiar propositions, gives the conceit of 
learning and coats the mind with a varnish, waterproof to new ideas. 
(Dewey, 1910, p. 177, cited in Balen & White, 2007, p. 200) 
I found that an attitude or state of not-knowing amongst workers was often a 
prerequisite for openness to knowing differently and changing practice, 
creating in them “motivations for real searching” (Nussbaum, 1997, p. 34). It 
was workers’ sense of humility about what they knew that contributed to a 
willingness to identify and consider the worth of new sources of knowledge, 
and to explore and transform existing ways of knowing into new entities and 
practices. This openness to new knowledge is a quality that Fook et al. (2000) 
identify as necessary to adapting responses within ambiguous and continually 
changing human service contexts.  
Considering the unpredictability and changeability of practice situations, 
experts therefore approach a situation by engaging in a process of 
identifying multi-faceted aspects of situations, and considering a range 
of alternative options. This allows the expert to be open to changes and 
new information, and to factors which she or he may not have 
predicted, and thus to change practices accordingly. In a sense they 
operate with working categories and patterns, but are constantly 
reworking these as new information is obtained. Thus flexibility of 
approach involves openness to new ideas, preparedness to question 
and rework old ideas, and the ability to change and adapt strategies as 
appropriate. (Fook et al., 2000, p. 187) 
Open mindedness – referred to by Sarah as “abandoning self” – was, 
however, severely challenged by personal agenda. As outlined earlier in this 
chapter, support workers consistently told me that their personal values were 
the most important source of internal knowledge they used in support. Most 
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workers saw themselves as operating within a domain of morality – of being 
true to themselves in accordance with their ethical compass – with their 
values acting as shields for people with an intellectual disability against the 
tyrannies of discrimination and system. Values thus contributed a strongly 
axiological flavour (how do I exist as a moral being?) to workers’ knowledge 
base (see also Shevellar, 2008) and a potent edge to practice.128  
While support workers’ values, priorities and agendas advanced the welfare 
of older service users, they were also a frequent source of conflict between 
team members. The impact of personal values within workplace settings has 
been addressed by Argyris and Schön (1974, 1995) who discuss the 
differences between stated values (espoused theory) and underlying values 
(theory-in-use). Espoused theory is typically virtuous in orientation: it 
encompasses the frameworks we promote to ourselves and others, and use to 
describe our ethical identities. Theory-in-use (Cindy’s “deep-seated needs”) 
comprises those – often unacknowledged – values that drive actions and 
enable people to achieve their personal agendas.  
Most support workers were easily able to articulate their espoused theory as 
a primary source of knowledge. Very few were equally willing and able to 
identify how the values informing their theory-in-use fuelled territorialism at 
the expense of knowing differently and constructing a collectively agreed-
upon knowledge. As a result, workers often found themselves in the midst of 
impossible wars between what – to them – symbolised antithetical sets of 
priorities: Wendy’s evidence-based practice versus Esther’s warmth of home? 
Both perspectives appeared pertinent to Harry’s support and deserved to be 
honoured. Unacknowledged, strongly held perspective that operated as 
theory-in-use could close workers’ minds to new ways of knowing, and act as 
a potent barrier to the construction of a coherent and agreed-upon body of 
                                                 
128 See the section entitled “Getting It Done No Matter What”: Engaging Sacrifice as a Conduit 
for Resistance in Chapter 7 for additional comment about the role of personal values in 
support. 
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knowledge that could be used to address the changing and intensifying needs 
of older service users.  
Thus far from being the quintessential knowledge worker in possession of 
solution, support workers working with older service users often found 
themselves within contexts of few answers. The mindset required of this 
knowledge worker was, therefore, one of pliable humility, always alert to the 
possibility that she may have been operating out of a rigid knowledge base 
and needed instead to actively pursue knowledge outside of existing schemas.  
It was also a state of being that required support from those on the periphery. 
Workers needed to be sponsored through the inevitable loss of knowledge 
confidence that came from residing in a state of not-knowing and the feelings 
of threat – of awkwardness, incompetence, mistake and loss of power – that 
new knowledge brought. And in the face of contemporary demand to claim 
knowing amidst ongoing ambiguity, embracing open mindedness required 
courage, and called workers – along with their managers and employing 
organisations – to recognise that the humility of not-knowing was “actually 
strength and power.”  
Conclusion 
Chapter 6 of the thesis addressed the first of the research objectives for the 
study: identifying the knowledge support workers had access to and drew 
upon during their support to older service users. This chapter was, as such, 
about the content, or ‘know what’ (Lundvall & Johnson, 1994), of workers’ 
knowledge.  
Instead of cataloguing the explicit components of knowledge using 
mechanisms such as surveys, I chose to understand content in terms of its 
derivation. In doing so, I understood that there was no single type or source of 
externally or internally derived knowledge that was – in and of itself – readily 
applicable and sufficient to the support of older people with an intellectual 
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disability. Support workers instead drew on multiple sources of information 
and knowing, and brought them into a merged, multi-faceted body of 
knowledge that they used to inform their responses to the changing and 
intensifying needs of older service users. The knowledge of support was, 
therefore, a holistic form of knowledge that incorporated both sanctioned and 
less recognised ways of knowing, and was operated beyond the evidence-
based orientation of the existing literature highlighted in Chapter 2 and the 
positivist-relativist divide discussed in Chapter 3. 
Workers’ ability to draw on these sources and then incorporate them into 
their practice was dependent on numerous factors including availability, 
access and attitude. Because what workers knew was not the only facet of 
content. Knowing and not-knowing were both inevitable aspects of 
knowledge content, the latter becoming an entrenched component of support 
as the needs of older service users began changing, and workers became 
increasingly engaged in the more confronting and/or never-before-
encountered aspects of ageing such as chronic and life-limiting illness, loss in 
myriad forms, and the inevitability of death. While openness to new ways of 
knowing was vital for growing practice to meet new need, it was not always 
present, and not-knowing could have a potent effect on both workers and 
older service users alike. Its inexorable positioning within the support to 
people with changing needs highlighted the importance of strengthening 
workers’ ability to work in spaces of uncertainty and few ready-made 
answers. 
Thus workers did not operate knowledge content as a library of separate, 
identifiable entities but as a holistic, merged and vast conglomeration of often 
unidentifiable inputs and gaps in knowing that were aligned with the sources 
of knowledge workers could and did access. This initial understanding of 
knowledge as content was, I emphasise, simply an early platform for 
conceptualising knowledge. Because as I delved more deeply into knowledge 
and explored how it was used in everyday life, I began to realise that the 
content of knowledge was inevitably influenced by context. It is this aspect of 
229 
 
knowing – knowledge as it is shaped during engagement with the complexity 
and contingency of everyday life – that is explored in the next chapter. 
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Chapter 7 
 
Navigating dilemma  
The context of knowing  
  
 
Introduction 
Chapter 6 of the thesis discussed the sources of knowledge content and non-
content that disability support workers drew on to inform their work with 
older people with an intellectual disability. This chapter describes how the 
knowledge workers used was shaped by the support settings in which it was 
operated. Because as Berkes (2010), Eraut (1994), Knorr-Cetina (1981), Lave 
and Wenger (1991), Lewis and Bolzan (2007), Mannheim (1936), Mudege 
(2007), Osmond and O’Connor (2006) and many other authors assert, 
knowledge is inevitably shaped by context. Context is thus one of the most 
important lenses through which to view knowledge and its use at the coalface 
of support to older service users. 
This discussion of knowledge as contextually situated is undertaken in four 
main parts. The first part of Chapter 7 positions the knowledge of disability 
support workers as embedded within a context of ethical dilemma, that is, a 
range of competing abstract and concrete complexities that required 
continuous judgments about what constituted appropriate support and the 
expedient course of action. The second part of the chapter explores workers’ 
experiences of working with dilemma, specifically how some of the systems in 
which they worked impacted upon their ability to navigate the broad range of 
tensions that dominated everyday support. The third part of the chapter 
discusses how workers engaged their own forms of knowledge in order to 
circumvent the constraints that limited their ability to work flexibly with 
232 
 
dilemma and address the real-life needs of older service users.  The final 
section of the chapter situates the context of support within the broader 
hegemony of generalist discourse, and incorporates literature and theory into 
a discussion about how the resulting problematisation of everyday life 
contributed to the shaping of disability support worker knowledge.  
Dilemma and the shaping of knowing 
There was something innately and perpetually disorienting about my field 
work experience. It was a feeling that lay hold of me on my very first visit and 
trailed me a little too closely throughout the research, gradually diminishing in 
intensity but still informing my impressions during every engagement. It was a 
sense that eluded clarification, although I had talked repeatedly about its 
manifestations with my principal supervisor who, months earlier, had 
articulated the essence of my experience and now – I suspected – was simply 
waiting for me to catch up.  
The emotion went something like this. As I went about entering the space of 
being a disability support worker, I found myself feeling pulled in countless 
different directions at once, all the while knowing I would probably only have 
capacity to respond to just five (at best) of those demands at any one time. 
And then I would have to pick exactly which demands ought to become the 
focus of my efforts, knowing that some of those choices could well be at odds 
with each other, not to mention benefit some individuals at a cost to others. 
And then I had to hope that, while I was responding to those five demands, no 
more-urgent priorities would insert themselves into the mix, thereby halting 
my progress and requiring that I start the deliberation from scratch. 
As I contemplated this sense more fully, I realised that it had been an integral 
part of my own everyday experience as a support worker and later as a 
frontline manager all those years ago, but that I had simply not had the luxury 
of time (or the ethnographic imperative) to bring the impressions into 
awareness. Because I was now aware that, while the outward appearance of 
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support at Bolwarra, Red Gum and Silky Myrtle was often one of mundanity – 
of working one’s way through a repetitive stream of seemingly uncomplicated 
activity – I soon began to see that there was little within workers’ roles that 
allowed them the indulgence of mental quietness. It seemed that even the 
most commonplace of situations were mired in conundrum of some kind, and 
required perpetual engagement with what support worker Suri referred to as 
the “burden of decision making”.  
It was what my principal supervisor identified all those months ago as the 
dilemma of ethical decision-making embedded in a context of complex and 
competing demands.  
Dilemma was continually present at all three services, and ranged from the 
profound and deeply emotional (such as determining where a terminally ill 
service user would best be cared for during her last days129) to the angst-
ridden (for instance, knowing how to respond to an older service user with 
unresolved health issues130) to the relatively simple (like encouraging a 
diabetic older service user to choose fruit salad over the much more enticing 
triple-layer chocolate fudge cake with all the extras).  
Dilemmas of the everyday 
One of the less remarkable (but not always) conundrums support workers 
faced was that which encapsulated the “choice” versus “duty of care” 
quandary. Workers talked often about how they would encourage and 
support older service users to make choices about as many aspects of their 
everyday lives as they possibly could. Affording choice within a framework of 
wellbeing was, however, not nearly as uncomplicated as it sounded. 
  
                                                 
129 See, for example, the vignette The Last Leg Home in Chapter 8. 
130 See, for example, the vignette “We’ve got no way of knowing what it is” in Chapter 6. 
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Peanut butter pizza anyone? 
One afternoon I joined in the mêlée at the kitchen bench where Fiona 
and Ivy were assisting several service users to make their lunches for 
work the next day. Older service user Hazel and I spent nearly 40 
minutes making her much-loved peanut butter sandwiches, wrapping 
them up, putting them in her lunch box, and selecting snacks from 
among the vast range available on the bench.  
At some time during the lengthy lunch-making episode, Fiona or Ivy 
must have put a plum in Hazel’s lunch box. As soon as Hazel noticed the 
plum, she picked it up, frowned menacingly at it, and held it out to me. I 
looked, dismayed, at the contents of her lunch box: she had chosen 
peanut butter on white bread, yoghurt, an artificially flavoured drink, 
and plain, sugar biscuits. Remembering Fiona’s comment, “Hazel would 
never eat a single vegetable if we let her,” I ventured: “Fruit is really 
good for you Hazel.”  
Steadfast, she held out the plum for me to take: “I don’t want this.” I 
took it from her hand and watched as she finished up her choices, 
zipped up the cool box, and carried it to the fridge.  
I felt the long-forgotten pang of failure as I watched Hazel shut the 
fridge door and walk away. As a support worker a decade earlier, I had 
daily felt the indignity that accompanied inefficacy. It was the sense that 
I had let the service user down in some fundamental way and, as 
additional punishment, had set myself up for criticism. Surely someone 
at Hazel’s workplace would assist her to open up her lunch box and “tsk 
tsk” at the terrible support she was receiving. While I had tried to 
honour Hazel’s right to choose, I knew that if workers allowed Hazel that 
much flexibility in selecting her food over the long term, her health 
would suffer.  
Not long afterwards, the workers at Hazel’s home organised a pizza 
evening where service users crowded around the bench making their 
own pizzas. A few metres away, Hazel sat at the dining room table 
scowling. Support worker Mary suggested, “C’mon Hazel, how about 
you make a pizza.”  
“I want a peanut butter sandwich.”  
After much coaxing and little of the tentativeness I had demonstrated 
those few weeks before, Mary eventually persuaded Hazel to join us. 
235 
 
She came to the bench and began dabbling – slowly and painstakingly – 
in the smorgasbord of pizza toppings.  
“How about some capsicum Hazel?” Mary ventured.  
Hazel huffed.  
Mary countered the gesture with a laugh and a firm: “C’mon, a little bit 
of vegetable won’t kill you.” 
“I want peanut butter.” 
“Peanut butter on pizza tastes awful Hazel. How about some ham?” 
Mary engaged with Hazel enthusiastically, encouraging her to add ham, 
cheese, pineapple and capsicum. Hazel started picking off the capsicum.  
“Everybody needs to eat vegetables, Hazel, or they get sick. And you 
hardly eat anything. Let’s give it a go.” 
“I don’t want to.” 
When Hazel wasn’t looking, Mary buried several pieces of capsicum 
under the ham. “She won’t even notice I’ve done it. You watch,” she 
whispered.  
When the pizza came out of the oven, Mary waited a few minutes for it 
to cool, cut the pizza into uneven-sized pieces, and placed a slice on 
Hazel’s plate. As Hazel carried the plate to the table, I watched her pick 
off the one visible sliver of vegetable.  
She finished the entire slice.  
There were innumerable occasions during the day-to-day humdrum of 
support that hinted at the subtle mental juggling acts workers performed as 
they tried to blend support directives with the preferences of older service 
users. As I personally discovered time and time again, it was no small feat to 
accomplish tasks in ways that preserved the precious balance between 
direction and autonomy, and to edge an older service user closer towards a 
decision that – such as in Hazel’s case – might better her health over satisfying 
her taste buds. For as much as Hazel’s support workers had been trained in 
the importance of a healthy diet, it was ultimately Hazel who would decide 
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whether or not to accept that information. Older service users were not 
simply blank slates on which workers wrote their knowledge.  
As I talked with Mary afterwards and reflected further on our divergent 
experiences of supporting Hazel to eat healthily, I thought it was not so much 
factual knowledge that had made the difference in terms of outcomes during 
Hazel’s support (both Mary and I were familiar with the principles of healthy 
eating and the required philosophies of support), but the body of knowing 
that Mary had accumulated during her many years of practice, intimate 
understanding of context, and long investment in relationship with this older 
service user. I could see how this rich source of knowing had provided her 
with a stable foundation for her use of explicit knowledge, and enabled her to 
capitalise on the moment in ways I – the novice – could not, to create a milieu 
in which she was able to shape mood, encourage participation, implement her 
knowledge, and wrestle competing obligations into an acceptable outcome 
for her client.  
As I entered more fully into the headspace of practitioner, I realised that – in 
addition to the ‘service user choice’ versus ‘duty of care’ conundrum – 
support workers encountered numerous, concurrent dilemmas on a daily 
basis. They wrestled with the risk management versus ‘least restrictive 
alternative’ and ‘dignity of risk’ quandary;131 undertaking time consuming and 
person-focused support versus meeting multiple demands in resource-poor 
environments; implementing standardised organisational protocol versus 
responding to specific and unique style and needs; and prioritising healthcare 
versus avoiding the over-medicalisation of support. In essence, workers were 
operating at the juxtaposition of multiple, antithetical constructs that had not 
                                                 
131 The ‘least restrictive alternative’ is an approach to funded disability support that is 
required by the DSAQ2006, most specifically with regard to the employment of restrictive 
practices (Queensland Government, 2006). ‘Dignity of risk’ is a widely recognised approach to 
service provision for people with disabilities that recognises the right to self-determination 
and, thereby, the right to choose to engage in activities that may have an element of risk 
attached (Perske, 1972). Both approaches require services to provide support in ways that 
minimise the restrictions on service users and allow them to incorporate a reasonable degree 
of risk-taking in their everyday lives. 
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been resolved at the point of construction, and had now been pushed to the 
coalface.  
Dilemma amidst crisis 
Some of the most potent dilemmas with which workers wrestled were those 
encountered during attempts to construct dignified care for older service 
users whose needs had changed to such a degree that they now far exceeded 
the resources workers had at their disposal, and required fundamental 
alterations to the nature of support being provided.  
 “We need more hands on deck.” 
What struck me first about Evelyn was the brilliant toothy grin that burst 
on to her face as she stretched out her hand to shake mine. A small, 
quiet, grey-haired woman aged in her mid-fifties, Evelyn was – until 
recently – known for her sociable disposition, self-sufficient lifestyle, 
and love of a good joke.  
Evelyn was also a woman with a dual diagnosis of Down syndrome and 
dementia. 
By the time I met Evelyn in late 2011, changes in her demeanour and 
behaviour were already occurring at a rapid rate. Within a few weeks of 
my first visit to her home, the broad grin was more frequently replaced 
with a look of bewilderment. Attempts at humour were met – not with 
her usual infectious chuckle – but with silent stares from eyes weighed 
down with confusion. Evelyn would spend long periods of time sitting in 
the same chair in the lounge room watching her housemates, gazing at 
her hands with a look of incredulity, or fiddling with the dentures still in 
her mouth. Walking had become a precarious venture that looked to 
topple this now unsteady woman at any moment: a series of small 
sideways rocking motions were awkwardly accompanied by the 
minutest of movements forward, her weight balanced so far backwards 
that even the most independence-oriented observer watched with 
trepidation.  
Within seven months of my initial visit, Evelyn’s needs had crescendoed 
into intensive two-on-one, sometimes three-on-one, physical and 
emotional care. She could no longer walk or bear her own body weight, 
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and workers had to use a wheelchair and shower chair to undertake the 
most basic of activities with her. (Workers were unable to use the hoist 
as Evelyn was refusing to cooperate in its use.) Toileting and showering 
were particularly difficult as the cubicles were too small to facilitate 
support from more than one support worker at a time. When workers 
needed to undertake support activities where mobility aids could not be 
used, Evelyn would sometimes collapse into a dead weight and, despite 
organisational directives to the contrary, support workers would 
instinctively try to catch or hold her to prevent her from crashing to the 
ground: “We know we shouldn’t but we just can’t let her fall,” Lara told 
me. 
Evelyn’s loud and lengthy crying was especially disturbing. Whenever 
the wailing would begin, a support worker would abandon the task at 
hand and head off to her room to try and alleviate her distress. 
Sometimes it would take the efforts two or more staff before she would 
feel sufficiently comforted to stop the sobbing. Evelyn’s housemates 
seemed less able to adapt to her frequent wailing, with several of them 
making angry complaints about the constant disruptions to their sleep 
and once peaceful home life.  
Staff also told me about Evelyn’s frequent bouts of urinary and faecal 
incontinence, and how they often had to shower her and change her 
bed linen up to three times during the night. Evelyn refused to wear 
pull-up incontinence pads and would frequently be found lying in 
excrement, rejecting assistance from distressed workers who would 
spend long periods of time trying to convince her to shower and allow 
them to clean up the stinking mess.  
Despite support workers’ expressions of empathy for Evelyn, Tricia 
confessed to me that this older service user’s physical and emotional 
needs were exceeding workers’ ability to cope: “The toll on our bodies is 
huge. We’re tough old birds but, you know, even we’re feeling it.” When 
I asked what they most needed to enable them to support Evelyn more 
effectively, Genevieve, a worker with more than a decade of aged care 
and disability work experience, told me: “We have the training and the 
experience. We need more hands on deck.”  
Already supporting several older service users (several of whom had 
significant, chronic health needs), Evelyn’s situation had tipped Bolwarra 
into crisis. Managers had tried to locate additional external supports for 
Evelyn and the other ageing service users, including approaching the 
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funding body for emergency funds to continue supporting Evelyn at 
home. The application had been rejected. The service had also managed 
to source some few additional resources for Evelyn; they were, 
however, not sufficient to resolve all of the urgent issues or ameliorate 
the intense pressure on workers. I also heard how the service was now 
employing additional casual agency staff at almost double the hourly 
rate of permanent staff for more than 12 hours during the day in order 
to supplement the work of permanent workers. From the organisational 
perspective, the budget blowout, the impact on Evelyn’s housemates, 
and the physical and emotional stress on permanent staff could not 
continue, and it was at this point that management began pursuing an 
urgent ACAT assessment with the intention of permanently transferring 
Evelyn to residential aged care.  
The crises workers were experiencing on a daily basis during Evelyn’s support 
had thrown the team into the midst of multiple dilemmas that, from my 
position as observer, seemed impossibly difficult to resolve to the satisfaction 
of all those involved. While workers were striving to meet Evelyn’s needs as 
comprehensively as they could, her health was continuing to deteriorate 
irrespective of intervention. The design of the home, along with Evelyn’s 
unwillingness to use mobility aids and co-operate with attempts to meet her 
shifting needs, left workers believing they had no alternative but to put 
themselves at risk in order to provide Evelyn with the support she needed. As 
such, they prioritised Evelyn’s welfare over their own, often ignoring 
organisational directives about workplace health and safety. Evelyn’s 
housemates not only had to live with the frustration of disruption, but also 
were experiencing other disadvantages as a result of Evelyn’s illness. For 
instance, the generally low support-worker-to-service-user ratio132 had now 
resulted in a collective support philosophy which I thought resembled 
Emergency Room triage: service users who presented with immediate and 
urgent needs like Evelyn were responded to as a matter of priority, leaving 
those service users who had less critical needs with chronically low levels of 
engagement.  
                                                 
132 See Chapter 5 for a discussion about the support ratios at the services.  
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During their attempts to resolve the continual stream of challenges, workers 
were constantly making what appeared to be arduous decisions about whose 
needs should take priority: should Evelyn’s? Their own? Evelyn’s 
housemates’? As Tricia had explained to me, Evelyn’s illness was not only 
impacting drastically on Evelyn herself but also on her housemates and the 
workers. And as I listened to workers agonise over the choices they had to 
make and the less-than-ideal outcomes that ensued, I learned how they were 
acutely aware that decisions intended to benefit one person invariably came 
with a cost to someone else. So it was during Evelyn’s support that I began to 
see how difficult and emotionally demanding judgment-making could 
become, and how workers had come to value their rich, people-based, hands-
on knowledge as the critical knowledge in the ethical decision-making 
process. Because workers understood that people who knew people were the 
ones who should be trusted to care for people. 
A reflection on the relationship between dilemma and 
knowledge 
As I observed workers engage with impasse on a daily, moment-to-moment 
basis, I wondered if it was through this careful-conscious and sometimes 
equally chaotic-reactive balancing of multiple, co-existing dilemmas that a 
robust knowledge base was born. I had interacted with workers as they 
wrestled their way through simple and complex decision-making, and saw 
how they adapted knowledge to meet the demands of context. Over time it 
seemed that this knowledge was morphing into a kind of edgy, practical 
wisdom – a rich body of continually evolving tacit knowledge that flowed – 
somewhat unconsciously but not always so – through the everyday tasks of 
support. I realised that this form of knowledge could not be bought, trained or 
imposed: it would come only with the investment of time, localised 
engagement, and a willingness to balance, however precariously, the tensions 
between two (or more) often competing directives on a perpetual basis. 
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While dilemma within the ordinary flow of daily life had the potential to add a 
refined edge to knowledge and contribute quietly to the tacit knowledge 
banks of workers, dilemma-as-crisis seemed to me to have a much less 
productive feel about it. Not only did I see that support workers were under 
intense emotional and physical pressure during Evelyn’s support, but that the 
multiple barriers they encountered were having a profound impact on their 
ability to enact the knowledge at their disposal. The physical environment of 
the home and Evelyn’s refusal – or perhaps inability – to engage rendered 
many of the mobility aids and the training workers had received on how to 
operate them moot. Even the physical injuries incurred by regular staff as a 
result of their support to Evelyn impacted on knowledge use: casual support 
workers were brought in to replace injured workers, their lack of knowledge 
about the acute needs of individual service users requiring diversion from 
hands-on activity for one-on-one coaching. Further, the lack of sufficient 
staffing rendered knowledge acquisition a low priority amongst support 
workers: attending training was viewed as an unnecessary drain on resources 
(everyone was needed “on the floor” Dulcie told me), and workers expected 
each other to be actively engaged in hands-on support, not dabbling in office-
based activity like searching the internet. Even keeping up-to-date with 
changes in older service users’ health status had become a luxury, with Verity 
telling me, “we don’t have time to read the files.” Thus most of the workers 
placed less of a priority on what new knowledge they needed than they did on 
simply being available to Evelyn, her housemates, and each other in order to 
meet actual need. 
As I considered the multiple barriers that workers encountered in their 
support to Evelyn, I also reflected on the role of knowledge in this scenario. 
Perhaps there was more efficacious knowledge they could have accessed – 
the knowledge base of a greater number of professionals, the evidence-based 
literature, or more targeted training perhaps? Yet, as I was aware, workers 
were continually engaging with medical professionals over Evelyn’s care. Plus, 
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in my review of the academic literature133 it was evident that, while 
researchers had identified many of the challenges involved in supporting older 
service users, there were few ready-made practice strategies workers could 
have tapped into, even if they did manage to gain access to the knowledge 
secured in academic databases. And Debra had explained to me how difficult 
it was to source training in specific aspects of support relevant to Evelyn’s 
care. My contemplations were somewhat irrelevant, however, with several 
members of the team who had substantial experience working in aged care 
with people with dementia (in addition to lengthy periods of time spent 
supporting these particular older service users in their current environments) 
explaining to me that their challenges were less about having the right 
knowledge than they were about simply having enough hands to do the work 
and a properly resourced environment in which to do it. 
I consequently found that my experiences, as well as the conversations I had 
with the workers involved in Evelyn’s care, were unexpectedly confronting. As 
a researcher who had initially ventured into the area of practitioner 
knowledge with the long-term aim of constructing training for support 
workers who work with people ageing with an intellectual disability, I now 
saw that the improvement of evidence-based knowledge was only part of the 
story. Not only was the knowledge of support so much more than information 
imparted through mechanisms like training, research and protocol,134 it was 
scaffolded upon a body of knowledge that was essentially grown through 
practical, hands-on experience in real-world situations. In other words, the 
knowledge of experts could only take workers a short distance in managing 
the complexity inherent in managing newly emerging issues of ageing. I also 
saw that the improvement of knowledge via injection of external input as a 
primary mechanism to improve responses in situations of critical under-
resourcing was simultaneously exploitative and hypocritical:135 workers were 
                                                 
133 See Chapter 2 of the thesis.  
134 See Chapter 6 of the thesis. 
135 In their systematic review of the literature on the effectiveness of training in care homes, 
Nolan et al. (2008) concluded that, while support worker education is an important element 
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being called upon to generate the most ethical of outcomes for others while 
being regularly exposed to injury and exhaustion as they did so. 
In spite of the pressures, I marvelled at how workers managed the unrelenting 
stream of complexity. They seemed to intrinsically understand that dilemma 
and support were an arranged marriage, a fusion of constructs embedded in 
the everyday acts of getting on with life. As Tatya summarised her experience 
of being a support worker: “you’re constantly fudging your way through the 
grey muck.” There could be no disentangling of abstract constructs from the 
mess of life, and it took inventiveness and flexibility to shift between one 
priority and another in order to keep the marriage functioning. Mary had 
balanced out her obligations to Hazel somewhere along the ‘choice versus 
duty of care’ continuum using her knowledge of sound nutrition, her 
relationship with Hazel, and a combination of humour, persistence and the 
occasional fib. In Evelyn’s situation, the dilemmas were much more urgent 
and multi-faceted. Workers had to traverse the needs of multiple 
stakeholders as they went about trying to provide this older service user with 
dignified care within a context of inadequate resources and multiple, 
competing demands that took a toll on everyone involved. In amongst  it all, it 
seemed to me that workers’ constant engagement with disorienting dilemma 
was a potent indicator that they were striving to support people to live 
ordinary, everyday lives – as messy as that was – and dealing with the fall-out 
of imperfectly resolved impasse as best they could.  
Because I soon became aware that the other side of working with quandary 
was far less malleable. As workers immersed themselves in the everyday 
world of imperfectly-resolved conundrum, they did so from within a context 
of control imposed from the outside world. Life could not simply be ‘got on 
with’: it had to be managed and the results of dilemma contained. Better yet, 
proof of containment had to be error-free. 
                                                                                                                                 
of good care, it is insufficient to bring about changes in practice – structural, systemic and 
cultural barriers within services are likely to affect its efficacy. Thus, as well as representing a 
potentially exploitative approach to compensating for critical underfunding, training in such 
instances may represent an inefficient use of time and financial resources.   
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Constructing Stepford: Controlling the 
everyday 
As support workers from Bolwarra and Red Gum showed me how they went 
about balancing the multiple tensions inherent in their everyday support of 
older service users, I became acutely aware of the constrictions they 
experienced as they attempted to use their knowledge to navigate complexity 
and meet need.  
Compliance and the roadblock to invention  
One of the main features of the service context that workers identified as 
interfering with the flow of everyday life was ‘compliance’.136 Workers would 
often tell me about some new imperative or practice that shaped what they 
were and were not allowed to do in their support to older service users, and 
how those “rules” weighed heavily in the decisions they made with and for 
people: Jason couldn’t stay home alone because he might scald himself 
making one of his much-loved cups of tea; Gerald couldn’t go for walks by 
himself to get exercise as he might get hit by a car driving recklessly through 
the blind bend at the end of the road; and Petra needed to see her GP for a 
runny nose in case the cold that barely seemed to bother her turned into 
something more ominous. 
I was keen to explore these directives in greater depth, and spent time with 
support workers perusing written guidelines which I thought might be shaping 
their practice. Despite practitioner-guided investigations into service files and 
formal policy, procedure and work instruction, the location of these practice 
rules remained a mystery. In general, support workers rarely seemed to 
access the protocols that were supposed to guide their work. The few workers 
                                                 
136 Compliance – as it is used in this chapter – refers to rule-based systems (including quality 
management systems and risk management frameworks) that delineated minimum standards 
for service operations. 
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who regularly accessed the intranet137 told me they did so in order to source 
justification for a proposed or past course of action (or to secure agreement 
for their position in debates with colleagues); only rarely did they source it for 
practice guidance. And my ventures into the intranet with coaches left me 
with the strong impression that, apart from practices that were embedded in 
non-negotiable ritual (such as the several-times-daily handing out and signing 
off of medication), many of my support worker guides were only partially 
familiar with what formal rules actually existed and even less familiar with 
what precisely those rules required of them. 
As I explored the “rules” further with workers, I began to see that the dictums 
they were referring to were not located in the annals of service files or the 
intranet, but were ensconced in their thinking. They existed as a form of free-
floating worry that was inflamed by the possibility of harm to older service 
users and nervousness about criticism from those who were scrutinising 
workers’ practice. This worry was often invested in the identification of worst-
case scenarios and determinations about how to avoid their realisation.  
And the main course is – Slop du Jour 
I sat, heart-in-stomach, at the dinner table observing Richard’s reactions 
to the plate of food in front of him. An older man with Down syndrome 
and little speech – and one who usually wore a bright-eyed expression 
of joie de vivre, Richard was tonight displaying a look of perplexed and 
desperate betrayal. While his housemates were tucking into hearty 
meals of steak and vegetables, Richard was picking mournfully at a plate 
filled with two kinds of blended mystery: meat shred and vegetable 
mush.  
Earlier that evening, Jiao told me how support worker Leanne had 
invited a speech pathologist into the service users’ home without 
management approval to conduct safe eating assessments for each of 
the housemates. Apparently Richard had recently choked on his food 
during dinner and Leanne was afraid he might die during one of her 
shifts if it happened again. The assessment resulted in a 
                                                 
137 As outlined in Chapters 5 and 6, support workers in the study accessed formal protocol 
primarily via organisational intranets. 
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recommendation that most of the service users in the home be placed 
on soft food diets. Stunned and dismayed by the outcome, Jiao 
contacted service users’ family members, several of whom were 
horrified by the notion that meals at the home were to take such a 
bland turn, and quickly vetoed the speech pathologist’s 
recommendations.   
Richard, however, did not receive family intervention and was now 
living with the outcome of Leanne’s fear.  
Stories with outcomes similar to Richard’s were common. Several workers 
told me how bike riding had been banned for both older and younger service 
users in several CBO1 services because of concerns about them being injured 
or killed. Derrida also explained how older service user Judith was being 
moved to residential aged care because the service was not confident it could 
support the health procedures required to keep her living safely and 
comfortably in her current home. There was, of course, no organisational 
policy prohibiting bike riding or in-home medical procedures, just an 
overriding dread of what might happen if something went wrong. The impact 
of this dread was, however, often borne by the older service users themselves 
whose lifestyles were affected by workers’ fears about worst-case scenarios 
that, from what I observed, rarely eventuated.  
I therefore began to see that the rules were less about the plethora of unread 
policy and procedure than a pervasive nervousness about unforeseen 
outcomes and the criticism that would inevitably result from ‘support gone 
wrong’. My perceptions were confirmed by Jessica, who talked about what 
she termed the “cover your arse” culture that predominated in the service in 
which she worked. She explained how proposed activities for service users 
were often not given serious consideration if there was any perception of risk 
involved. She went on to explain how this tendency to anchor support in a 
worst-case scenario mindset was based in a fear of reprimand. “We are kind 
of in a bind,” she continued, saying that if workers undertook support that 
resulted in injury to service users, managers would come down hard on them: 
“If something happens, we’ll cop it... They will burn you alive,” she insisted.  
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As Jessica and others shared story after story with me, I began to see that risk 
management (or, it seemed to me, ‘worry proliferation’) – as the filter 
through which they screened their knowledge – had garrotted support 
workers’ confidence to respond naturally and creatively within people’s lives. 
It had created a culture where the innovative use of knowledge, expansive 
thinking, and the exploration of possibility were absorbed by the fear of 
making errors in judgment and the reprimand that would ensue. Thus 
compliance had not only resulted in volume after volume of written rules that 
loomed large in the background, but had also bred a mindset that was stifling 
workers’ ability to think critically and creatively about the complexity they 
were encountering, and was corroding the naturalness of life for older service 
users. 
While the rules that governed practice were largely embedded in support 
workers’ thinking, other service systems provided them with tangible proof 
that their worries were well-founded: the knowledge and processes workers 
used to address dilemma, along with the outputs of their efforts, were 
continually being scrutinised.  
“The bullshit piles up faster than you can shovel it”: The 
proliferation of paperwork 
The mechanism that monitored support actions was referred to generally by 
workers at Bolwarra and Red Gum as ‘paperwork’. Not only was paperwork a 
reminder that workers were under constant scrutiny, it was also seen by many 
as a hindrance to the real work of supporting older service users. Kerry-Anne 
explained how, in completing the paperwork associated with responding to an 
incident in the home, she had to duplicate information about the event on 
three separate forms. In reference to the long list of activities workers had to 
check off as they went about their daily work, Jamie told me: “You’ve got to 
sign off when you clean the bloody skirting boards, sign off when you wipe the 
door handle – it’s insultingly stupid.” Rachel, Alkira and Siobhan talked about 
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the mass updating and recopying of service user information that occurred on 
a regular basis. The quality team located at central office would send out 
updated versions of templates, some of which contained only minor 
grammatical changes. Whole evenings and occasionally entire shifts were 
consumed with recopying service user information onto the new templates 
and, if the form required sign-off from a medical professional, workers would 
spend days organising appointments and conducting visits to GPs to collect 
signatures in order to satisfy inspection by auditors.  
Thus paperwork was seen by most workers at Bolwarra and Red Gum as 
absorbing more and more of their already-stretched capacity to respond. 
Paperwork was, Kayle insisted, “a malignant tumour that diverts resources 
away from the core functions of support” and a symptom of the 
“administrative malignancy” that emanated from all levels of the organisation. 
In general, workers at the two services reported feeling increasingly 
overwhelmed by the continual and growing onslaught of paperwork, with 
Sasha telling me, “The bullshit piles up faster than you can shovel it.”  
As I followed this issue through my many visits to both Bolwarra and Red 
Gum, workers showed me that much of the organisation’s orientation 
towards paperwork was driven by the need to produce error-free 
documentation in preparation for both internal and external quality audits. 
The demand for a perfect paper trail was so ingrained in administrative 
thinking that not even the efforts of managers could release its stranglehold 
on frontline practice.    
“Where’s your paperwork to show you’re doing less paperwork?” 
Georgina told me about one service within CBO1 where the service 
manager had made a courageous move and began reducing extraneous 
paperwork. On the day of the service’s internal audit, the worker on 
shift was nervously explaining to the visiting auditor that the service was 
striving to reduce the paperwork demands on staff and had, with senior 
management approval, decided to cull a number of forms which had 
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little relevance to service user wellbeing and were simply a drain on 
support workers’ time.  
The auditor turned to the support worker and asked, “So what 
documentation have you got to show this has all been approved?” 
Georgina grinned and waved me an over-the-head ‘you totally missed 
the point’ salute. “Where’s your paperwork to show you’re doing less 
paperwork?” she said, imitating the auditor: “That said it all.” 
After we had a good laugh over the obsession with paper trails, Georgina and I 
talked about how arresting the impact of administrative requirements on 
frontline practice would be increasingly difficult within a quality paradigm that 
demanded a flawless stream of written evidence to track and support 
decision-making. And flawless seemed to be the operative word: workers told 
me how managers, along with some of their colleagues, would spend days 
prior to visits by both internal and external auditors ensuring that information 
stored on files was accurate and, more importantly, consistent across 
documents. Ensuring unfailing sign-off of forms, completion of file notes, and 
removal of indications of discrepancy and substandard practice took on a 
sense of urgency that subsumed other service priorities. From what workers 
told me, the drive to produce perfect documentation also seemed to take 
precedence over other knowledge-based activities such as sourcing 
appropriate training, resolving conflicting approaches to support, locating 
supplementary sources of knowledge, spending time learning about older 
service users and their aspirations for their lives, or sharing knowledge with 
other workers over a complex issue. In essence, ‘quality’ had become a chief 
determinant of what knowledge would take priority at both services. Quality 
had, it seemed to support worker Louisa, become its own black hole, 
absorbing the knowledge of workers without contributing anything in return:  
The bigger a thing is, the greater the gravity of it and the more it 
revolves around its own gravity… Those things, those internal processes 
that were there to achieve ends, become so big they end up becoming 
an end in themselves.  
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Instead of generating consistency of practice, this heavy emphasis on meeting 
organisational priorities was eroding workers’ trust in the organisation and its 
directives. Some workers had come to believe that their employer was 
ignoring its articulated commitment to people with a disability (“It's just 
words, words and more words.... hot air and cold comfort...” Sandrine said in 
her email about the organisation’s values statement), and had ceased caring 
about people in order to honour corporate-oriented approaches that 
privileged distanced decision-making. “My heart is breaking,” said Amelia as 
she contemplated what she saw as being the organisation’s shift in focus 
away from service users: “Before, it used to be humanity. Now it’s just 
business.”  
Thus compliance – instead of strengthening the knowledge base of workers 
and their support to older service users – was seen by support workers as 
drawing resources away from the frontlines in order to perpetuate its own 
existence. Rules had, it seemed to me, become a form of subjugating 
knowledge that detracted from the ordinary flow of life for older service users 
and interfered with other, more practice-oriented and knowledge-based 
activities. As such, workers at Bolwarra and Red Gum viewed compliance as 
the enemy rather than a system that offered them useful direction and 
guidance, and began losing faith in the organisation’s commitment to the real 
people located at the coalface.  
Another way: Compliance and paperwork at Silky Myrtle 
My experience of compliance and the impact of administrative demands on 
knowledge-related activities was both highly similar and very different at Silky 
Myrtle. While support workers at Bolwarra and Red Gum were continually 
talking with me about the impact of compliance on their everyday work, I 
rarely heard workers at Silky Myrtle complain about the paperwork 
requirements of their jobs even though they were considerable. Workers at 
Silky Myrtle were – like those at Bolwarra and Red Gum – expected to 
undertake a range of office-based tasks on a daily basis, such as filling in 
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service users’ financial ledgers and health/medical forms, completing file 
notes, and writing in communication books. They also undertook 
observational recordings of each service user in relation to multiple aspects of 
wellbeing including sleep routines, seizure activity, and bowel movements, 
each of which was designed to collect data in relation to targeted 
investigations being undertaken by health professionals.  
Even though administrative demands were highly similar across all three 
services, paperwork did not seem to detract noticeably from either the daily 
experience of support at Silky Myrtle or workers’ knowledge-related activities 
to the same degree they did at Bolwarra and Red Gum. While there were 
many possible explanations for this difference, there were two factors which 
drew my attention.   
The first of these points relates to support workers’ perceptions about their 
capacity to absorb paperwork demands. Despite repeated complaints about 
paperwork by workers at Bolwarra and Red Gum, I noticed that most support 
workers at these locations spent relatively little time undertaking office-based 
activity compared to their peers at Silky Myrtle, whom I often observed 
completing administrative work during shifts. I was initially baffled by this 
contrast – if workers at Bolwarra and Red Gum were spending less time doing 
office work, how was it that paperwork was seen as such a burden and as 
interfering with knowledge development activities? As I contemplated this 
enigma further, I became aware that the pace of support at the CBO1 services 
was considerably faster and appeared more urgent than it was at Silky Myrtle. 
While workers at Bolwarra and Red Gum rarely took breaks and were 
frequently rushing to get through all of their support activities with service 
users (I often saw workers running through the houses in order to address the 
needs of multiple service users at once), the pace of support at Silky Myrtle – 
while busy – seemed much more relaxed than it did at the other two services. 
It seemed to me that the intensity of the workload at both Bolwarra and Red 
Gum – which, I believed, was exacerbated by the low support-worker-to-
service-user ratios and the urgency of issues faced by the workers at Bolwarra 
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– placed workers under considerable pressure to complete hands-on support 
tasks within tight timeframes. I therefore surmised that paperwork was 
experienced as much more of an encumbrance at these services than it was at 
Silky Myrtle because it threatened to interfere with workers’ already-limited 
capacity to respond to the real-life, increasing needs of older service users.  
While time limitations seemed to be an important influence on perceptions of 
the impact of paperwork, I also thought that there was another key influence 
at play.  
Giving the horse its head: Removing control from compliance 
I sat alongside Nerida, peering sideways at the computer screen as she 
tapped intently on the keyboard. She was showing me the 
organisational intranet. Clearly adept at navigating her way through the 
system, she conducted search after search, easily identifying the sought-
after policies, procedures and work instructions; generating counts of 
documents; and showing me how the instantaneous system of critical 
incident reporting worked. It was, she said “a good system” that had 
helped with eliminating the chaos of documentation that had existed at 
the service prior to the introduction of electronic record management. 
Nerida then went on to show me a number of specific procedures, work 
instructions and forms that had been used in the support to Katie, a 
woman who had been diagnosed with a life-limiting illness. I looked 
over the short, jargon-free documents and commented on their 
simplicity. Nerida agreed with my assessment. The documents had been 
developed by the team, she told me, and they had incorporated only 
what was needed to establish worker consistency in support activities 
that were vital to Katie’s wellbeing. Some documents, such as the pain 
management scale, had been sourced from within the medical literature 
and then adapted by the team to suit Katie’s unique circumstances. 
Nerida told me (a point which was later confirmed by the senior practice 
advisor) that the documents had been subject to continual debate and 
revision during Katie’s illness, with the team often discussing their 
experiences and then changing service protocol to more closely align 
with their new collective position.  
What Nerida and the senior practice advisor told me resonated with my own 
observations and experiences of the Silky Myrtle team’s collective approach 
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to compliance. The two-and-a-half hour fortnightly meetings had been 
particularly revealing as I listened intently and took copious notes while 
workers, the service manager, and senior practice advisor identified and 
discussed issues and dilemmas relating to the two service users, and worked 
on clarifying ways forward. Robust discussion typically led to the development 
of an original strategy or the revision of an old one, and it seemed there was 
no piece of documentation sufficiently sacred to escape revision if it 
interfered with meeting what the service manager referred repeatedly to as 
“the human rights” of the two Silky Myrtle service users.  
I also observed how, in Silky Myrtle team meetings, workers were regularly 
invited to contribute ideas and construct answers to unusual issues 
encountered in the support to the service users. It was an expectation that 
fuelled lateral thinking and innovation, with workers coming up with new 
ways to, for instance: collect data about unknown health issues (including 
confirming or disputing suspicions about increased absent seizure activity); 
support older service users with complex behaviour support needs to attend 
new and potentially challenging activities (such as attending a loud and 
rambunctious dinner dance); and exploring modifications to the home 
environment to support declines in vision (for example, replacing lounge 
decor with bright coloured furnishings, and installing dimmer lights for night 
use). 
Thus it seemed to me that the use of protocol at this service was less about 
adhering to rules than it was about clarifying standards for practice and 
developing guidelines for data collection based on the sharing of their 
individual and collective bodies of knowledge. Workers were invited to 
contribute their knowledge to the formal strategies that guided practice and, 
while not all workers had a say (some workers told me they felt unconfident 
sharing their ideas during the sometimes intense debates) and total 
agreement was not always reached, the opportunity was present to shift the 
rules with a sufficiently strong argument and good data. Thus, in contrast to 
the teams at Bolwarra and Red Gum, compliance and paperwork were not 
254 
 
seen as systems that threatened to distract workers from the real work of 
support, but as strategies they themselves had developed to achieve an 
objective. Compliance and its accompanying mechanisms were, therefore, 
viewed by a number of workers as tools for establishing a bedrock of 
collective knowledge that assisted them to engage consistently with dilemma. 
“All the years of accumulated understanding are wiped 
away in an instant”: Professional knowledge in support 
In addition to the dominant influences of compliance and paperwork, 
workers’ knowledge base and how they used it were also heavily shaped by 
the professionals with whom they interacted. An expectation of reliance on 
expert, or evidence-based, knowledge was heavily promoted within all three 
services. During the compulsory training I had attended with CBO1 workers, 
educators reminded workers that complex issues were to be passed upwards 
to management, and that issues that arose beyond the day-to-day were to be 
referred to professionals for assessment, management and treatment. This 
approach was, according to one trainer, reflective of a culture of ‘best 
practice’. During Silky Myrtle team meetings, the service manager, senior 
practice advisor, and some support workers would regularly emphasise the 
importance of providing evidence for claims about the service users, and 
members of the frontline team would regularly search the internet for reports 
and literature to inform practice. Support workers at all three services 
regularly sought expertise and advice from medical and allied health 
professionals, and were actively engaged in collecting data about key aspects 
of older service user health and wellbeing so that this body of information 
could be used by credentialed experts to construct solutions for health- or 
behaviour-related issues. 
This honouring of the professional perspective did not, however, always go 
both ways and workers’ knowledge was often invisibilised or rejected by the 
experts with whom they engaged.  
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Wiping away wisdom in an instant 
The pressure of older service user Jack’s rapid decline in health had 
been compounded by a recent visit from Brianna, a member of one of 
the organisation’s professional teams, who had come out to assess his 
situation. CBO1 employee Chloe had understood that Brianna’s role 
would involve identifying additional supports for Jack, in effect 
complementing resources currently available to the service. Chloe told 
me how Brianna had instead spent a short period of time at the service, 
reviewed some of Jack’s medical files, noted his frequent and obvious 
expressions of distress, and returned to central office to lodge a 
complaint, asserting neglect. Chloe’s usual poise was momentarily 
shaken, and she paused to highlight the potential impact of the criticism 
on the team: “[Support workers] are genuinely caring. I don’t want her 
here insulting staff.”  
Another worker, Keira, was angry about Brianna’s response. She insisted 
that this “upstart” from central office who had come in “for five 
minutes” and discredited decades of knowing, was not entitled to an 
opinion. Keira explained how Jack’s degenerative condition had not 
occurred overnight: the team had spent months pursuing medical 
solution; what’s more, workers had evolved a highly individualised 
knowledge of the man over many years. Brianna had simply ignored that 
understanding: “All the years of accumulated understanding are wiped 
away in an instant. Not only are you disrespecting [that knowledge], 
you’re disregarding it,” Keira told me. 
According to Chloe and Keira, Brianna had not bothered to understand what 
was involved in Jack’s support. They had experienced her approach as 
dismissive of coalface knowing and one that privileged her own knowledge 
base and limited observations over that of workers whose collective wisdom 
about the man spanned decades. Thus instead of developing support for her 
own substantial and potentially valuable contribution of professional 
knowledge and expertise, it seemed to me that Brianna had unintentionally 
generated a barrier to her continued involvement in Jack’s support.  
Such instances of central office staff minimising the relevance of practitioner 
knowledge were regularly reported to me by workers at the Bolwarra and Red 
Gum services. Trinity told me about the lack of consultation with frontline 
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staff regarding alterations to the kitchen and outdoor clothesline which 
resulted in older service users being unable to use the new features. Andrea 
explained how, at an individualised planning meeting for an older service 
user, the behaviour support professional in attendance repeatedly criticised 
the team’s performance regarding the man’s support. Feeling publicly 
disgraced by the continual flow of criticism and non-verbal displays of 
disapproval, Andrea became infuriated and began arguing angrily with the 
professional, responding with comments about the latter’s lack of 
understanding about the limitations of hands-on support. Another support 
worker, Sharina, explained that, when she shared her experiences of support 
with one of the organisational experts in an effort to convince her of the need 
to alter what Sharina thought was an unworkable proposal, she had been 
told: “I’m the professional. You have to do what I say.” Thus workers at the 
Bolwarra and Red Gum services often saw professionals as a source of the 
criticism they had come to dread and, as such, became understandably wary 
of the dogma of those who claimed expertise and yet, as stated by Amanda, 
“have no idea what we do.” 
Reflecting on the impact of constraint 
For workers at Bolwarra and Red Gum, the imposition of mechanisms that 
could have been used to strengthen knowledge and practice in the support to 
older service users had instead become limitations. There was, it seemed, 
little tolerance for unresolved dilemma that arose out of the flow of daily life, 
and the presence of a huge body of policy and procedure, the frequent worry 
about harm to service users, fear of reprimand, the never-ending ritual of 
paperwork, the intense preparation for the audit, and critique by 
professionals, were sufficient prompts to bind workers’ minds to ‘the safe’. 
Further, without sanctioned opportunities to explore the potential of their 
knowledge and its capacity to generate innovative solution, workers were tied 
to responding to complexity from within the prescripted: working within the 
multi-faceted dilemmas that infiltrated practice on a daily basis had to be 
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undertaken within strict limits, thus limiting workers’ repertoire of legitimate 
responses. The ordinary mess of life was now ‘the abnormal’ and had to be 
contained, controlled and sanitised in readiness for scrutiny and approval by 
those positioned on the periphery of real-world support. 
In contrast, the fewer constraints placed on the workers at Silky Myrtle 
enabled them to navigate the unknown from a space sanctioned by their 
employer. This relative knowledge freedom contributed an edge of self-
efficacy to their support by: allowing them to collectively shape the rules to 
suit context not vice versa; giving them the freedom to explore possibility; 
generating a willingness and energy to trial new approaches; and opening up 
a space to take action. While this approach did not eliminate conundrum, it 
did provide workers with the flexibility to adapt their knowledge so that they 
could navigate the unpredictability of everyday life, and work inventively as 
they engaged with the complexity that accompanied the changing support 
needs of ageing service users.  
Countering constraint  
Real-world knowledge in support 
The knowledges generated by systems and promoted by experts may have 
been the sanctioned sources of knowing, but they were not necessarily the 
used ones. Support workers had their own criteria for determining the worth 
of knowledge. While workers held sometimes concurring, and often 
divergent, individual understandings about what knowledge should be 
prioritised during support, there was single-minded agreement amongst 
coaches in all three services on one point: knowledge was of no value to them 
unless it could be applied in the real world of everyday support. And in order 
for knowledge to be actioned, it had to be filtered through the lenses of real-
life relevance and on-the-ground applicability, a process which inevitably 
required collegial engagement with support workers as equal contributors in 
the construction of service knowledge. 
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“We can’t criticise it because we’re the ones who came up with it.” 
Nova began talking about the implementation of the restrictive 
practices138 legislation in the service and the subsequent construction of 
PBS plans for older housemates with challenging behaviours. She talked 
about one of the behaviour support team professionals who had come 
to the home to develop a plan for Jaden. Unlike some of her colleagues, 
this professional had spent hours at the home meeting with Jaden, 
reviewing his files, and consulting with the support workers, delving into 
their experiences and mining their wisdom. She eventually left and 
returned not long afterwards with a plan she had developed from the 
knowledge provided by Jaden, his files, and the workers. During 
subsequent communications, she reviewed the plan with workers, each 
time making revisions based on their input. Eventually they all agreed 
on a plan that not only reflected the principles of PBS but also Jaden’s 
and his workers’ experiences in everyday life. As Nova told me, it was a 
plan the support workers actively used because: “It was all about our 
view. We can’t criticise it because we’re the ones who came up with it.”  
My conversation with Nova had taken place within my first few weeks of field 
work, and this theme of real-world knowledge was reiterated to me by 
support workers across all three services during the entirety of the study. The 
lesson was unequivocal: for external knowledge to be taken up by workers, it 
had to first be rendered relevant and then constructed into actionable 
strategy via strong and equal input from the frontlines. When raw knowledge 
was brought into the real-life support context and then reshaped into a form 
that honoured and incorporated frontline perspective (including that of older 
service users), workers claimed a greater sense of ownership and a passion for 
making the scheme work: “If they build it, they’ll care for it,” argued Phoebe. 
Conversely, where knowledge was imposed without attempts to render it 
relevant from the support worker perspective, it underwent a form of 
suppression – that is, it simply couldn’t, or wouldn’t, be used: “You can make 
the best plans but if it’s not done with strong input from the ground and then 
                                                 
138 A restrictive practice is a support intervention intended to reduce the likelihood that an 
individual will cause harm to self or others via ‘challenging behaviours’. A restrictive practice 
aims to minimise the impact of harm generated by challenging behaviour, and includes such 
strategies as: 1) physical, chemical or mechanical restraint; and 2) containment, seclusion and 
limiting access (DCCSDS, 2012b). 
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implemented from the ground, then it’s worthless,” said Myra. For Nova, 
Phoebe, Myra and many of their colleagues, the acid test of knowledge’s 
worth was, therefore, its degree of match with context as informed from the 
support perspective. 
The use of real-life relevance as the criterion through which support workers 
evaluated the worth of knowledge had potent implications for the adoption 
and subsequent use of sanctioned knowledges such as formal policy and 
procedure, and evidence-based knowledge delivered via training, research 
and experts. If this knowledge was presented in a form that made sense from 
the support perspective, that is, workers saw that it could make practical and 
positive contributions to service users’ lives or assist members of the team to 
work effectively with dilemma, it was often quickly adopted for use. For 
instance, Annie told me how the training on epilepsy helped her to identify 
absent seizures in Maria and how this information improved the team’s 
subsequent management of Maria’s illness. I also participated in speech 
therapist Amanda’s139 interesting and down-to-earth information session on 
food preparation and feeding for people with Parkinson’s disease, and saw 
how this new knowledge was immediately adopted by those workers present 
and actively promoted to those who weren’t. From what workers told me and 
from what I observed, knowledge marketed to workers in ways that 
convinced them of its necessity and usefulness, and then proved its worth via 
concrete contribution, often became an integral part of practice. 
The blackmarket knowledge economy: Breaking the rules 
to make support work 
As discussed in this chapter, knowledge imposed from the sidelines of support 
was not always delivered in such usable forms. When knowledge was simply 
imposed on workers with little consideration of context, it was often – either 
                                                 
139 See Chapter 6. 
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overtly or surreptitiously – overridden with pragmatism in the urgent search 
for answers.  
“Sometimes you just have to make things go away.” 
When Jack returned home from a hospital specialist appointment with 
his parents, support workers discovered that medication supplied by the 
hospital pharmacy could not be used: a key piece of information 
required by service policy had not been typed on to the medication 
label. 
The support worker (Kirsty), Jack and I undertook a rushed visit to the 
chemist to request an amendment to the label. The chemist refused to 
make the change. Unwilling to go against the specialist’s instruction and 
parents’ expectations, anxious to deliver the much-needed medication, 
and unable to contact the on-call manager, Jack’s workers gave him the 
medication anyway. “Sometimes you just have to make things go away,” 
Kirsty told me.  
The next day, workers disposed of the unusable medication and 
supported Jack to visit his GP, thereby obtaining a new prescription that 
could be filled by the chemist in a way that would comply with protocol.  
In addition to quiet, individual acts of resistance, support workers also 
developed shared positions on various forms of knowledge which they kept 
within the frontline team. For instance, when Susan talked to me about how 
workers handled situations of challenging behaviour with older service users, 
she explained that the extensive behaviour support training she and her 
colleagues had received was worthless when it came to dealing with actual 
aggression:  
Some service user is coming at you at a hundred miles an hour and you 
say “excuse me, I’ve just got to put my right foot out forward, my left 
foot back, stretch my arm out with my hand up and say STOP!!” In the 
meantime the service user has his teeth embedded in my arm. And in 
between I somehow have to get to the panic alarm and press it. 
Workers knew that implementation of the PBS training was non-negotiable 
from the organisation’s perspective, yet to some workers it had little 
actionable value and, as they told me, was actually more likely to result in 
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aggression than using their own approaches which were often constructed 
out of their individual relationships with the older service user. It was not an 
understanding they could share, however, and as Marina told me: “If the 
auditors ask you what you do, you tell them the [PBS] training but everyone 
knows that’s not what we do.”  
Thus when the system and its required knowledges were imposed without 
consideration for the contingencies of support; appeared to work against 
meeting older service users’ needs; interfered with the application of 
knowledge that support workers were confident would assist them with 
resolving distress and honouring preference; and/or the penalties for 
breaching protocol were severe, workers would sometimes activate their own 
covert system of knowledge in order to achieve their desired objective. It was, 
as such, a paradox: the very system designed to generate consistency through 
organisational mechanisms of scrutiny and control had instead forced into 
being a plethora of divergent knowledge and practice. Workers felt they had 
to work outside the legitimate knowledge paradigms in order to meet need 
and, in doing so, workers created a blackmarket knowledge that operated 
outside the scrutiny of the rule makers, auditors and most managers. 
“Getting it done no matter what”: Engaging sacrifice as a 
conduit for resistance 
Breaking the rules was not the only strategy support workers engaged to 
counter the restrictions that impeded their attempts to operate effectively 
within dilemma. In instances of resource constraints, workers simply 
demanded more of themselves and each other in order to meet objectives. In 
Evelyn’s case, an unwillingness by workers to allow this woman to experience 
the pain of falling led to a substantial number of back injuries amongst staff. 
Support workers from both organisations told me how they had been told not 
to hold or lift older service users who were falling or had collapsed onto the 
ground, yet several of them told me how they could not just stand by and 
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allow these individuals to experience the shock and pain of a fall: “Even if it 
means I jeopardise my health, I’m not going to leave her there,” Jill told me.  
From the standpoint of workers, the knowledge that made the greater 
difference in Evelyn’s support was not information about how to use mobility 
devices or organisational protocol on workplace health and safety, but their 
determination to tap deeply into their personal and collective resources in 
order to enact their values: 
people [employed by CBO1] highly value self-reliance, taking on more 
work and getting it done no matter what, proving yourself, stretching 
resources and pushing yourself. No one ever says ‘no’ in [CBO1], they 
feel obliged to show they can do anything. (Coach email comment) 
Giving from one’s stock of self represented a form of personal and collective 
knowing that enabled workers to at least partially transcend the structural, 
systemic and human barriers to knowledge use that impeded a more 
humanised approach to support. The drive to provide the best possible care 
for older service users and to not abandon the team in spite of acute, and 
sometimes extreme, limitation was a form of knowing that lay outside the 
drive to standardisation: “You can’t document what these women do,” argued 
senior practice advisor Miriyan as she summed up the exceptional and 
heartfelt contributions made by the workers on the Silky Myrtle team. Again, 
it was the informal knowledge of values – motivated by the drive to care and 
delivered via determination – which comprised one of the crucial knowledges 
that kept services functioning when the demands of service delivery to ageing 
service users exceeded available resources. 
These values were, however, a source of knowledge that caused me 
considerable ambivalence. While I felt deeply humbled at times by the 
sacrificial acts of support workers and was moved by the stories of individuals 
who had put their physical and/or emotional wellbeing – or their jobs – at risk 
in order to privilege the wellbeing of older service users, I was also very 
concerned by the injuries these women were incurring as they did their best 
263 
 
to compensate for the insufficiently staffed settings in which they worked. I 
had incurred my own serious back injury under similar circumstances, and it 
was one that had cost me tens of thousands of dollars in lost income over the 
years, and more pain and loss than I could ever have anticipated during the 
moments I put myself at risk. I understood only too well the feeling of having 
no choice but to put oneself in harm’s way in order to safeguard the more 
vulnerable life and it angered me that, in my eight-year hiatus from the 
frontlines, so little had been done to improve funding levels, and ensure 
workers had the resources they needed to provide dignified support and 
protect their personal wellbeing. 
As I reflected on workers’ sacrifice and my own personal experience of injury 
incurred during support, it seemed to me that this determination to care in 
the face of insufficient resourcing was simultaneously a point of resistance 
and also of submission: it enabled government to continue underfunding 
services (even when it was evident that support needs were intensifying as 
people aged), the deficit in resources being compensated for via exploitation 
of the frontline workforce. Thus the personal knowledge of support workers 
operated as a double-edged sword requiring careful wielding by services: the 
determination of workers to care for older service users at risk to themselves 
may have strengthened service capacity to continue supporting people to age 
in place in increasingly confronting circumstances, but it simultaneously came 
with considerable implications for worker wellbeing, both physically and 
psychologically, and thus for their employers.  
The problematisation of everyday life   
As described throughout Chapter 7, disability support workers encountered a 
plethora of dilemmas and challenges as they went about constructing the 
everyday experience of life with, and for, older service users. Complexity 
emerged most strongly at the juxtaposition of real people’s lives and 
organisational structure, with system (quality management systems), 
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organisational mindsets (the prioritisation of risk management), and 
knowledge (professional knowledge) playing potent roles in the drive to 
contain the messiness and unpredictability inherent in support.  
Ordinary life was, it seemed, a zone synonymous with problem: events had to 
be investigated via records of them; daily activities had to be viewed through 
the eyes of potential tragedy; and worker reasoning needed to be subjugated 
to that of external expert. Workers were thus situated at the centre of an 
oxymoronic merger between ordinary experience and controlled practice – it 
was an awkward space that strongly influenced both the flavour of activity for 
both workers and the people they supported, and the nature of the 
knowledge workers used to support everyday life.   
The everyday world as problematic is a theme of the literature on institutional 
ethnography (see D. E. Smith, 1987, 1990a, 1990b, 2006), a methodological 
approach that explores how mechanisms entrenched in “relations of ruling” 
(D. E. Smith, 1987, p. 3) are used to organise activities of ordinary life into 
abstractions such as categories, laws, rules and conceptual practices. D. E. 
Smith’s (1987) understanding of the everyday world as problematic (made so 
via the relations of ruling) was based, in part, on Marx’s discussion of the 
ordering of the material world via concepts,140 or what he and Engels 
(2009/1970) refer to as the “ruling ideas” of dominant groups (p. 59). These 
prevailing concepts are promoted as the only rational and universally valid 
knowledges, and are, therefore, beneficial to all members of society (Marx & 
Engels, 2009/1970). Gramsci (2009/1971, 2000/1957) refers to the use of 
ruling ideas by élite groups to shape culture and maintain control as 
hegemony, and argues that hegemony is supported by intellectuals – or the 
science associated with the dominant group – via the global consent afforded 
by prestige.  
                                                 
140 D. E. Smith (1990b) refers to these ruling ideas as ideological practices that act as 
“pervasive features of the organization of the juncture between the relations of ruling and 
the actualities of people’s lives they organize and govern” (p. 43). 
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Institutional ethnographies have explored the impact of ruling mechanisms 
within contemporary organisations (e.g. Campbell & Manicom, 1995; G. W. 
Smith, 1990), particularly in relation to practitioners like disability support 
workers who are engaged at the coalface of organisational operations 
(DeVault & McCoy, 2006) and who find themselves wedged uncomfortably 
between two worlds: one that requires them to respond flexibly to the needs 
of clients, and the other to comply with the ruling discourses of the 
organisation (see Campbell, 2001, 2006). 
The institutional ethnographic approach141 highlights the problematisation of 
ordinary life for older people with an intellectual disability within the context 
of formal support. The messiness of life – the rare likelihood of injury, 
mistake, ill-health, less-than-perfect choices of older service users – was 
troublesome, and workers were required by those located on the periphery of 
support to adhere to expert and organisational norms and rules in order to 
eradicate unsanctioned practice and unanticipated outcomes from older 
service users’ lives. The positioning of support workers at the nexus of 
everyday life and organisational hegemony meant that support activities 
(particularly those within the Bolwarra and Red Gum services) became 
ensconced in systems-based knowledge mechanisms that were used to 
subordinate local ways of knowing to textually mediated rule (see Campbell, 
2006; D. E. Smith, 1990a), thus making it possible for governing bodies to 
“juxtapose the objective knowledge of a politico-administrative regime over 
against [sic] the locally-organized, reflexive knowledge of individuals in the 
everyday world” (G. W. Smith, 1990, p. 633).  
  
                                                 
141 Institutional ethnography was not adopted as the primary research methodology in the 
current study, primarily because the latter adopted a conceptualisation of knowledge that 
was broader than the ruling relations orientation of this methodological approach (see 
Chapters 3, 5, 6 and 9). 
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The politico-administrative regime: Discourse and the 
intellectual knowledges of hegemony 
Formal generalist knowledges such as quality and professionalism played 
important roles in the problematisation of everyday life for older service 
users. Authoritative knowledge is one of the primary mechanisms for 
enforcing D. E. Smith’s (1987) ruling relations, Gramsci’s (2009/1971, 
2000/1957) hegemony, and G. W. Smith’s politico-administrative regime 
(1990), and D. E. Smith states that Foucault’s work on discourse is central to 
discussions about how these mechanisms are effected.142 Foucault 
(1981/1970) argues that some bodies of knowledge – discourse – are afforded 
privileged status, treated as authoritative, and strongly influence how people 
view the world. Discourse, as both axiomatic and authoritative, was therefore 
important to understanding how the naturalness of everyday life for older 
service users and their workers could become subsumed within the dominant 
knowledges embedded in formal service provision. 
The two main arms of G. W. Smith’s (1990) politico-administrative regime that 
were evident in the support to older service users – professionalism and 
quality management – were embedded in the generalist discourses of 
evidence-based practice and managerialism. Evidence-based practice is based 
on the positivist principles of generalist knowledge discussed in Chapter 3, 
and encapsulates the axiom that the most effective form of practice within 
the arena of human service provision is that which is driven by research-based 
knowledge (J. McCarthy & Rose, 2010). The evidence-based orientation to 
practice originated from within the medical profession (Glasby, 2011; M. 
Thomas, Burt & Parkes, 2010; Wilson & Chui, 2006), and was precipitated by 
the political, managerialist and philosophical requirements for efficiency, 
effectiveness and outcomes (Glasby, 2011; M. Thomas et al., 2010) and the 
drive to ameliorate divergent practice (Gambrill, 2003). Managerialism has 
                                                 
142 Foucault is widely known for his treatises on power/knowledge and knowledge hierarchy 
(see for example, 1972, 1980, 1981/1970, 1982). His contributions to understanding power at 
the individual and institutional/societal levels are substantial (Mills, 2003). 
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also become a key feature of human service provision in the twenty-first 
century, and has led to the prioritisation of efficiency, value for money, 
customer determination of quality, and private sector management technique 
in the delivery of services to clients (Hafford-Letchfield, 2009). The aligning of 
human service activity with the discourse of managerialism has been 
supported by the introduction of quality management systems, the aim of 
which, according to Hafford-Letchfield, is to improve the standard of service 
delivery to clients via the regulation and systematisation of knowledge and 
practice.143  
The discourses of evidence-based practice and managerialism facilitated the 
standardisation of support worker knowledge via the techniques of deference 
to professionals, attendance at training, adherence to policy and procedure, 
attention to risk, and the completion of paperwork. As such, these knowledge 
strategies reduced the need for diligent monitoring of practice, with quality – 
akin to the “generalized surveillance” of Foucault’s panopticon (Foucault, 
1995/1977, p. 209)144 – delivering “a whole set of techniques and institutions 
for measuring, supervising and correcting the abnormal” (Foucault, 
1995/1977, p. 199). The spectre of discovered error made self-monitoring the 
norm, with the threat of punishment the driving force behind self-constraint: 
workers’ minds and bodies became their own windows and bars. Quality was 
thus not only the means by which government could keep a wide-open 
window on funded disability service provision, but was also a key 
organisational mechanism for systematising thinking and practice in line with 
the dominant discourse of generalist knowledge. 
Generalist discourse and the subjugation of local ways of knowing 
It was through the standardising and generalist discourses of empiricism and 
managerialism that cultural hegemony was maintained within all three 
                                                 
143 As discussed briefly in Chapter 5, the implementation and maintenance of quality 
management systems within government-funded disability services in Queensland are 
legislated and thus non-negotiable from the service delivery perspective. 
144 Foucault (1995/1977) credits Bentham with the concept of panopticon, a structural design 
allowing for the perpetual scrutiny of suspect persons and behaviours.  
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services in the study. Backed by the prestige of positivism, generalist 
knowledge was afforded priority status, and local ways of knowing – such as 
the internal knowledge of disability support workers – were relegated to 
lesser standing. Foucault (1980) calls these lower-ranked knowledges 
subjugated knowledges, that is, bodies of knowing that are ranked relatively 
low on the knowledge hierarchy:  
I believe that by subjugated knowledges one should understand 
something else, something which in a sense is altogether different, 
namely, a whole set of knowledges that have been disqualified as 
inadequate to their task or insufficiently elaborated: naive knowledges, 
located low down on the hierarchy, beneath the required level of 
cognition or scientificity. (p. 82) 
Support worker knowledge was particularly vulnerable to subjugation because 
of its association with a range of co-subjugated knowledges, that is, the 
knowledge of the cognitively impaired (see Foucault, 1972, 1980); of 
uncredentialed knowledge (e.g. Draper, 1990); and of women (D. E. Smith, 
1987). Of overall note in this discussion is the depreciation of women’s 
knowledge which is frequently associated with the work of caring (such as 
that of disability support workers), low status, and lower perceived worth 
within workplace hierarchies (see, for example, England, Allison & Wu, 2007; 
Office of Fair and Safe Work Queensland, n.d.). The structural devaluation of 
this knowledge is more concretely reflected in the generally poor working 
conditions of the largely female disability support workforce (Martin & Healy, 
2010) which include: low wages; the part-time and casualised nature of the 
work; lack of availability of full-time, flexible hours; and high staff turnover 
(AGPC, 2011b).  
In a similar vein, D. E. Smith (1990b) argues that the ruling relations, or 
hegemony, of organisations is embedded in the male knowledge of 
universalism. In contrast, the knowledge of support was one of the local, of 
attending to uniqueness and the mundane detail of ordinary life. Thus 
disability support worker knowledge – despite being positioned at the very 
frontlines of service provision and rich in the everyday practicalities of support 
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– was positioned at the lower end of the knowledge hierarchy where it was 
subjected to constant scrutiny and silencing within a hegemony supported by 
universalist thinking. 
A threat to localised knowing? Resistance and the 
shaping of knowledge and practice 
The subsumption of frontline human service practice to hegemonic 
intellectualism has been identified as problematic, with Wills and Chenoweth 
(2005) arguing that cultures of quality and compliance within disability 
services have resulted in a loss of decision-making power and autonomy for 
frontline practitioners, declines in creative and innovative practice, and the 
loss of professionals from the sector. This situation was, with regard to Wills’ 
and Chenoweth’s first two points, reflected in the experience of knowledge 
use for disability support workers located at the CBO1 services. Support 
workers at Bolwarra and Red Gum were socialised to think within boundaries 
imposed by managerialism which effectively narrowed the space for 
legitimate creativity and focused mental energy on remaining safe.  
Despite the formal subjugation of support worker knowledge and creativity by 
dominant discourse, local ways of knowing remained potent contributors to 
practice. The experience of operating within dilemma strongly influenced the 
determinations workers made about what knowledge should and would guide 
their practice. As workers identified the need to deliver real-life outcomes, 
they prioritised knowledge that would assist them to circumvent barriers to 
accomplishing tangible objectives. Where external knowledge was not seen as 
relevant or sufficiently flexible to allow workers to adapt to the demands of 
working within complexity, it was often rejected or reshaped into a form that 
could be used to resolve the distress, meet the need, and support the choices 
of older service users. As such, support workers sometimes engaged their own 
unsanctioned knowledges in order to address the challenges that faced them.  
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The engagement of counter knowledge is congruent with Foucault’s (1982) 
assertion that with the expression of power comes resistance. Resistance 
comprises strategies intended to assert identity in the face of hegemony:  
all these present struggles revolve around the question: Who are we? 
They are a refusal of these abstractions, of economic and ideological 
state violence, which ignore who we are individually, and also a refusal 
of a scientific or administrative inquisition which determines who one is. 
(Foucault, 1982, p. 781)  
Blackmarket forms of knowledge and practice were constructed by workers 
and operated in direct competition with oppressive techniques of abstraction. 
They were used to demarcate the boundaries between coalface realism and 
the ungrounded knowing of the élite, as well as to sustain the individual’s and 
team’s sense of autonomy and moral integrity within the dominant entity. 
Because support workers were, they insisted, the ones who really cared in the 
face of distancing system. Consequently, blackmarket knowledge informed 
the strategies workers used to preserve dignity and the ordinariness of life for 
older service users, as well as enabling them to honour the higher calling of 
personal and collective values, particularly when impractical systems and a 
lack of resources145 began to impinge on their capacity to respond. Thus 
blackmarket knowledge comprised a form of resistance that enabled workers 
to continue operating with a sense of moral integrity from within the 
limitations of the practice context. 
Blackmarket knowledge was also representative of something more than a 
functional counter-balance to the instruments of hegemony. It formed part of 
the bedrock of innovative practice. Foucault discusses power/knowledge and 
resistance in terms of their capacity for productivity as well as control (see 
Mills, 2003), and through processes of resistance, workers expanded their 
                                                 
145 Lipsky (2010) suggests that one of the features of frontline service operations is the 
shortage of resources necessary for undertaking essential tasks. Research supports Lipsky’s 
(2010) contention with a number of studies reporting on the chronic underfunding of 
disability services and its impact on support workers and/or their practice (e.g. Fisher, 
Maynard, Rajkovic & Abelson, 2009; Mansell et al., 2008; Nolan et al., 2008).  
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knowing beyond the prescripted. In doing so, workers created their own body 
of expertise.  
In their work Professional Expertise: Practice, Theory and Education for 
Working in Uncertainty, Fook et al. (2000) expound a theory of professional 
expertise that describes how social workers operate within the typical 
professional milieu of “diverse and competing demands” (p. 1). This theory 
names three key features of expert social work practice: the ability to handle 
uncertainty and change (including flexibility, creativity, practice-based theory 
construction, and the ability to prioritise); contextual abilities (being able to 
operate holistically across the client’s entire life context); and working with 
complexity. The practice context for disability support workers in this study 
was, in many ways, similar to the context delineated by Fook et al. (2000), 
with the “diverse and competing demands” of social work practice strongly 
resembling the dilemma and complexity of disability support work referred to 
throughout Chapters 5, 6, 7 and 8 of the thesis. Workers at Bolwarra, Red 
Gum and Silky Myrtle all worked across uncertainty and change, the gestalt of 
older service users’ lives, and a continual onslaught of complexity.  
The knowledge and skills necessary for working flexibly in complex, uncertain 
and unpredictable settings (an integral part of Fook’s et al.’s, 2000, expertise) 
were, in part, developed out of resistance to the unrealistic and limiting 
knowledges of dominant discourse. Resistance was, therefore, not only a way 
for workers to accomplish the essential and the desired, but was also one of 
the key contributors to the growth of proficiency and efficacy. Where workers 
were not provided with a sanctioned space from which to experiment with 
knowing and transform raw forms of abstract knowledge into action, they 
made that space themselves in the form of resistance knowledge and 
practice. As Fook et al. (2000) highlight, working expertly with people in the 
arena of human service provision requires contextuality, and for support 
workers to develop this quality of expertise, they needed to work flexibly with 
knowledge – adapting it in response to complexity and dilemma in order to 
respond to the everyday contingencies of support. The ability to shift 
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knowledge in response to context was a vital component of practice: because, 
as my experiences at all three services consistently highlighted, workers 
would do whatever it took to achieve their goals, and knowledge would be 
used to that objective, irrespective of barrier. 
Conclusion 
Chapters 5 and 7 of the thesis addressed the second key objective for the 
research which was to develop an understanding of key contextual influences 
on knowledge. Moving beyond the evident features of environment described 
in Chapter 5, Chapter 7 explored the more critical challenge posed by context, 
that is, dilemma – or, ethical decision-making within situations of multiple, 
divergent and often competing demands.  
My experiences with workers at all three services taught me that engaging 
with dilemma was inevitable during the support of older service users. Not 
only were workers attempting to generate solution for unique human beings 
dealing with unforeseen challenge as they navigated passage through a new 
stage of life, they were also straddling the tensions that existed at the 
juxtaposition of everyday life (and its intrinsic messiness), organisational 
constraint (and its demand for the containment of unpredictability), and 
structural deficiency (primarily the lack of funding). Workers thus operated 
within an oxymoronic space that required them to support ordinary life while 
More Credentialed Other on the periphery was simultaneously problematising 
it.   
Navigating dilemma consequently required workers to engage in constant and 
often difficult decision-making about what constituted functional and ethical 
support to all of the individuals affected by both the stable and changing-
intensifying needs of older service users, and the numerous conundrums 
generated by context. It also shaped both the nature and use of knowledge, 
challenging workers to continually adapt what they knew in order to continue 
supporting service users to age within a nexus of everyday life and distanced 
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hegemony. Thus the convergence of myriad structural, systemic and local 
complexities served not only as the fuel for dilemma but was a potent shaper 
of knowledge. Where workers – like those at Silky Myrtle – were provided 
with a reasonably well resourced and trusted space in which to manage these 
tensions, they were able to do so with a confident and more robust 
engagement with knowledge at both formal and informal levels. The workers 
at Bolwarra and Red Gum were, in contrast, operating knowledge largely from 
within a sense of being overwhelmed by structural deficiency and discursive 
oppression. Remaining responsive to older service users was, therefore, 
inordinately challenging. These limitations simultaneously constrained their 
capacity to grow and adapt knowledge and practice to meet the intensifying 
needs and shifting demands of support, and left them with few perceived 
options but to operate their own blackmarket knowledges. This contrast 
between these services has considerable implications for structural and 
systemic impediments to the adaptation of frontline knowledge and practice, 
a point which is discussed in greater depth in Chapter 9. 
In their efforts to operate effectively within this space, workers developed 
their own unique, heartfelt and responsive body of knowledge as a way of 
supporting everyday living. This knowledge was developed not only in 
response to the management of dilemma, but also in the proactive 
achievement of support objectives. How workers engaged in the construction 
of this unique and highly localised form of knowledge is discussed in the next 
chapter.  
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Chapter 8 
 
Locale knowledge and the synthesis 
of sources 
The construction of knowing  
 
 
Introduction  
During my 16-month period of field work I became aware that knowledge was 
constantly shifting, not only through the injection of input and influence of 
context, but also as a result of workers’ ongoing engagement with knowing. 
This chapter of the thesis explores the nature of knowledge formation from 
both the individual practitioner and the support team standpoint, and 
outlines how workers synthesised the knowledge they accessed into unique 
ways of knowing in order to produce desired outcomes for older service users 
within contexts of considerable ambiguity.  
This discussion of knowledge construction is undertaken using two vignettes. 
The first vignette describes Shae‘s work with Kris, an older man with an 
intellectual disability, whose overeating was impacting on his relationships 
with housemates and generating serious concerns about his health. The 
second vignette introduces Katie – a woman with multiple and complex 
intellectual, medical, behavioural, communication and emotional needs – who 
was supported by the frontline team at Silky Myrtle as she struggled with life-
limiting illness. These vignettes serve as the vehicles for exploring individual 
and team adaptations of multiple inputs of knowledge within environments of 
complexity, constraint and dilemma. They also introduce the knowledge 
outputs of supporting older service users within the everyday: contextually 
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rich individual expertise and collective knowledge, the constituents of what I 
have called locale knowledge.  
The chapter concludes with a summary of the nature of the knowledge of 
support (in line with research objective 3); reflections about my own 
experiences of locale knowledge during field work; and a theory- and 
literature-based discussion about the growing importance and relevance of 
synthesis-oriented approaches to knowledge in contemporary social care.  
The power of one: The individual construction 
of knowledge  
It may not have been one of the more profound observations of my field work 
experience; it was, however, one of the most consistent and stable ones: the 
knowledge of support workers was never the same from one visit to the next. 
Their knowledge was continually shifting during engagement at the coalface, 
sometimes so much so that it was difficult for me to keep up. Each time I 
returned to a setting, workers often sought me out, telling me what they – 
today – were doing differently from what they did yesterday. Sometimes 
these stories were triumphant recollections of problems solved through the 
creative use of resources, moments of inspired practice, or breakthroughs in 
their interactions with, or understandings about, older service users. Other 
times they were pensive deliberations on support gone wrong. Many times 
these narratives and events reflected workers’ ongoing engagement with 
issues that steadfastly resisted solution.  
One of the latter situations involved Shae’s work with older service user Kris, a 
man whose struggle with over-eating was impacting upon him personally and 
also upon the enjoyment of life for his housemates. The following vignette 
and reflection describes how Shae synthesised and adapted the knowledge 
available to her to construct a form of knowing she could use to resolve the 
issues generated by Kris’ love of food. 
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The box 
I had never seen anything like it. With a single, seamless swirl of the 
knife, Kris had pierced the orange skin and whipped off the rind and pith 
in a matter of seconds. Ripping apart the segments with a kind of 
anxious fervour, he consumed the fruit in even less time that it had 
taken to peel it.  
“I love my food,” Kris freely and delightedly confessed to me. Known for 
taking sizzling rissoles from searing hot fry pans with bare fingers and 
devouring them in rapid-fire succession, he once ran off with the two-
litre bottle of Diet Coke I had brought for everyone to share, gulping 
down a third of it before Jasmine could retrieve it. “Sorry! Sorry!” he 
shouted loudly (and, I thought, triumphantly) as he licked his lips, 
rubbed his stomach, and handed back the now unshareable beverage.  
In order to help Kris control his food intake, workers had taken to 
locking away the household provisions. From their perspective, limiting 
his access to food was essential for staving off weight gain, maintaining 
food hygiene, preventing grocery bills from skyrocketing, and preserving 
the peace between housemates.  
But now all that had changed. Locks had been removed from fridges and 
cupboards as part of the organisation’s response to restrictive practices 
legislation, and the impact of this legal directive on Kris and his 
housemates was evident. Aged in his fifties, and living with a number of 
health concerns (including high blood pressure) and a dislike for 
exercise, Kris was now rapidly gaining weight. Further, Kris’ late-night 
kitchen romps were causing friction between him and his housemates, 
several of whom resented the overnight disappearance of their 
favourite chutney and strongly objected to seeing finger dents in the 
margarine as they went to butter their morning toast. One of Kris’ 
housemates, Doris, was particularly incensed by the food infractions, 
and had taken to standing guard at the fridge door or barring Kris’ way 
to food storage areas with the hinged plastic ‘WET FLOOR’ sign used by 
workers when they mopped the kitchen floor. Keen to let him know 
when he was stepping outside the realms of acceptable behaviour, Doris 
had taken to admonishing Kris loudly over the slightest misdemeanour, 
food related or otherwise.  
No longer able to lock food away, the manager sought guidance from 
the organisation’s behaviour support team, and I arrived one day to find 
octagonal red ‘STOP!’ signs posted above the stovetop and on the 
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microwave, and a blurry, laminated photograph of a long plastic box 
stuck firmly to the fridge door. It was Kris’ box, Shae explained, as she 
pulled open the fridge door to show it to me; the box comprised an 
integral part of a new strategy imposed by the behaviour support team 
to manage Kris’ overeating and his pilfering of other housemates’ food. 
In addition to regular meals, and morning and afternoon teas, Kris was 
allowed to eat anything he wanted from the communal fruit bowl and 
the box, into which his workers would place an array of snacks of his 
choosing. When the box was empty, he was to ask support workers to 
fill it up again. The expectation was that Kris would have his own, 
unlimited supply of healthy food options and would not feel the need to 
eat other residents’ food. 
The plan, however, wasn’t working, with even the most diligent 
adherence to the strategy doing little to ameliorate Kris’ ballooning 
weight, housemates’ fuming tempers, and the pressure on frustrated 
workers. Determined to find a solution that met everyone’s needs, and 
understanding that she had no alternative but to work with the box, 
Shae set about trying to make the system work. Particularly keen to 
relieve some of the tension between the housemates, she moved the 
more tempting of their personal food items to the fridge in the private 
staff bedroom. The next day’s lunches were also stored there to prevent 
them from disappearing during Kris’ midnight feasts. The fruit bowl was 
kept constantly filled. Additionally, Shae would cheerfully highlight the 
value of the box to Kris, encouraging him to make his own choices about 
what to stock it with, make special items for the box as requested by 
Kris (although she balked at post-dinner requests for bacon and egg 
sandwiches), and would ensure that the box contained at least one, 
highly desired item each night, such as a decent-sized portion of that 
evening’s leftovers.  
Despite the abundance of healthy food available to Kris, he was still 
rapidly gaining weight and tucking into his housemates’ personal food 
stores. Shae was at a loss. 
Then one morning, as Shae checked the status of the box, she noticed 
that the slice of leftover pizza she had left inside the box was still there. 
Yet the single remaining slice she left outside the box had gone. Why 
had Kris taken the off-limits item when there was one set aside for him, 
ready and waiting, in his own allocated box? Suddenly Shae realised: 
Kris’ eating was as much about freedom as it was about food. Kris 
needed to know that he could eat what he wanted, when he wanted, 
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from where he wanted. The box – instead of bringing solution to his 
issues with food – was curtailing the very autonomy he was trying to 
carve out for himself. 
Yet the box now signified a point of resistance that Shae could work 
with, and she went about revising her repertoire of responses based on 
her new knowledge about Kris. Each night, in addition to putting items 
in the box, she would position some of the healthier off-limits food that 
she knew would appeal to Kris close to the box, and placed tea towels 
over other potentially tempting food items to reduce visibility.  
Shae’s creative strategy began to pay off. Kris started eating more the 
strategically positioned (and theoretically-off-limits) healthy options and 
less of the collective food stores during his late-night feasts. Using this 
and other approaches constructed during support, Kris’ eating 
eventually stabilised. By the time I completed field work at the 
residence, the box was no longer being used and Kris had lost 
approximately 10 kilograms of weight 
As I returned to this scenario time and time again, I could not help but be 
impressed by Shae’s determination to resolve the multiple tensions generated 
by Kris’ love of food. Controlling the urge to eat beyond biological need was a 
difficult one for many (the multi-billion-dollar weight loss industry offering 
testament to this proposition) and I suspected it would be no less so for Kris. 
His drive to seek out food was so strong that he was willing to risk burns – not 
to mention several angry housemates, a rapidly growing girth, and increasing 
blood pressure – to satisfy it. So I secretly held little hope for Shae’s success. I 
was, however, curious about the knowledge she would use in her attempts to 
create solution. 
A knowledge of action 
I spent more than a year with Shae, listening to, participating in, sharing 
emails about, and observing her attempts to address Kris’ eating and the flow-
on effects of his behaviours on his housemates. I saw how she diligently and 
enthusiastically – at least in housemates’ hearing – worked with behaviour 
management directives. I joined in some of her conversations with Kris as she 
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attempted to understand his motivations and tried assisting him to 
understand the impact of his actions. I unavoidably eavesdropped on Shae’s 
attempts to calm the frayed nerves of housemates (some of who would share 
their frustrations about Kris’ unwelcome behaviours with anyone who would 
listen) and her attempts to encourage the development of strategies they 
could use to cope with his actions. I sat in on discussions and debates with 
members of the frontline team (and management) about their individual 
experiences working with the situation. I heard about her conversations with 
members of Kris’ family as she attempted to keep them abreast of his life at 
Red Gum. I listened to her talk about her values, previous life experiences, 
and personal philosophies, and her explanations about how they influenced 
her approach to Kris’ support. I noticed Kris’ responses to her vibrant 
personality, and observed the almost seamless way in which they interacted 
with each other. I also saw her regularly and attentively observing Kris’ eating 
patterns and routines, and listened to her as she reported on those patterns 
and reflected on them with me. From what I heard and observed, Shae 
engaged overtly and reflectively with the external and internal inputs of 
knowledge available to her. 
Shae was aware, however, that simply engaging with and juggling the sources 
of knowledge were not enough. She had to go beyond raw inputs and turn 
them into coherent actions that would simultaneously address the divergent 
need and preference of five service users (while still upholding organisational 
and professional directive) to bring resolution to Kris’ excessive consumption 
of food and theft of other housemates’ foodstuff. She accomplished this 
translation of knowledge to action using a number of approaches. She openly 
(and, I surmised, unconsciously) reflected on and wrestled with the 
knowledge inputs at her disposal. She would devise strategies and then 
implement them, often reviewing their effectiveness and refining them 
(sometimes with the aid of fellow workers, the housemates, and her 
managers), eventually testing the revised version during support activities. 
She also remained open to epiphany, the sudden coming together of multiple 
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knowledges and months’ worth of experiences in a flash of inspiration 
triggered by a single, seemingly inconsequential, action or event. She was, in 
effect, engaging in a continuous process involving reflecting, hypothesising, 
strategising, implementing those strategies, data gathering, intuiting, revising 
and re-implementing. As I contemplated her progression over the months, I 
concluded that her ongoing attempts to manage the challenges generated by 
Kris’ eating were resulting in deep shifts in her own body of knowledge. Shae 
seemed to be growing a potent, personally held store of overt and tacit 
knowing that was specifically relevant to this particular older service user and 
this specific issue within this unique setting. 
In addition to working alongside Shae and gathering insights into her 
knowledge base from the insider perspective, I talked several times with her 
about the knowledge she used during her support of Kris and his older 
housemates. I soon jettisoned the word ‘knowledge’ from our conversations 
as the mention of it often invoked awkwardness and stilted responses. The 
concept of knowledge seemed innately uninteresting to her. Shae clearly 
preferred to talk about the tangible experiences of knowing – what she was 
observing, thinking, hypothesising, valuing and doing – and, as such, 
understood knowledge less as an abstraction and more as a tool for actioning 
hypotheses and conducting experiment: “I don’t rely on theory. I use trial and 
error,” she told me.  
Shae’s preference for pragmatic approaches to knowing did not mean that 
she discarded abstract forms of knowledge during her attempts to create 
solution. On the contrary, it was apparent to me that she actively 
incorporated active support146 and the philosophy of personcentredness147 in 
her work. She also followed organisational protocol and directive, completing 
                                                 
146 See Chapter 5, Red Gum: Suburban Living in a Group Home, for an example of Shae’s work 
with the active support philosophy of practice. 
147 According to Chenoweth (2006), personcentredness is an approach to disability support 
that prioritises the service user, privileging that person’s needs and goals, and developing 
approaches that facilitate the meeting of needs and achievement of aspirations. Its 
fundamental requirement is to situate the service user as the focus of support and prevent 
formal service systems from subsuming people’s lives (see Kendrick, 2000). 
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paperwork and implementing directive as required. She did not always discuss 
these constructs using their formal names (an omission which I thought might 
make her seem less knowledgeable, and perhaps recalcitrant, from a 
professional standpoint), instead highlighting the functional worth of the 
knowledges available to her. Knowledge was, she told me, only as valuable as 
its contribution to useful process and delivery of solution. And by situating 
knowledge as action, Shae had moved beyond abstraction to a place of 
invention. And failure. Because, as I learned from Shae during her repeated 
trialling of ideas, imperfection and mistakes were inevitable in the 
construction of a hardy knowledge base capable of translating the theoretical 
to the actual. There was no trial without error. 
A knowledge of dignity 
Shae’s knowledge base may have been one anchored in action, but it was also 
one that prioritised dignity. Her knowledge of support to Kris was, she told 
me, based in “understanding human nature and using respect”, and was 
heavily influenced by a personal values base that required her to “treat him 
like a human being” rather than as the subject of a scientific experiment 
developed by people who did not even know the man. (Shae told me that Kris’ 
original behaviour support plan had been constructed by the professional 
without input from Kris, his workers and/or his housemates.) And as I engaged 
with them both during my many visits, I observed Shae operationalise this 
value, repeatedly and energetically providing Kris with viable and appealing 
alternatives – while constantly respecting his choices regardless of outcome – 
and following up, where necessary, with reminders about the consequences 
of his actions. 
Shae’s regular engagement with Kris had thus provided her with a 
commitment to working with him as a unique human being who had a psyche, 
agendas and deep-seated needs of his own. She understood that the more 
nuanced and covert aspects of Kris’ self had to be incorporated into her 
practice knowledge if she was going to contribute to the achievement of 
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objective. Thus the knowledge of support was intrinsically and unavoidably 
ensconced in a form of knowing which acknowledged and incorporated the 
subtleties and vagaries of other. It was a knowledge that demanded close and 
sustained engagement and, as such, lay far outside the scope of the factually 
constrained, distanced and standardised knowledge promoted by 
professionals and policy makers. 
My experiences across all three settings convinced me that this nuanced 
knowing was foundational to the support of older service users. This type of 
knowledge was, it seemed, inevitably embedded in the relationship between 
worker and older service user, accessible only to those who were invested in 
knowing other through the combination of conscious observation and 
unconscious absorption of the human essence. This knowing was further 
nurtured through the willingness of workers to support the more desired 
aspects of older service users’ lives. For instance, Shae had actively assisted 
Kris to visit his favourite recreational venues; was supporting him to achieve 
his goal of cooking the regular Saturday night barbeque; provided him with 
opportunities to hone his talent for singing; and made special attempts to 
prepare his favourite healthy food. Her evident investment in his wellbeing 
and happiness had thus supplied her with a viable platform from which to 
construct actionable knowledge.  
Operating knowledge through the conduit of relationship not only fostered 
discernment, trust and goodwill between Shae and Kris, but it also provided 
this worker with an ‘earned’ place from which to construct a robust 
knowledge about the man. She was not only present in Kris’ life but had been 
accepted into it and, as a result, was able to conduct the observation, critical 
reflection, hypothesising and engagement necessary to the growth of a 
simultaneously evidence-based and responsive knowledge that could flow 
naturally and discreetly along the path of Kris’ life. This less clinicalised 
approach to learning about Kris was a way of shielding him from the invasion 
of professionalism, while still enabling the construction of a body of 
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knowledge that could be used to inform support and be accessed by experts 
to construct specialist interventions. 
Because it became apparent to me that preserving the naturalness of life for 
older service users was not always an easy task for support workers. There 
was nothing discreet about the big red STOP signs that blared “somebody 
here has a problem!” to everyone who entered Kris’ kitchen. As I reflected on 
the introduction of the box and its accompanying symbolisms into the home, I 
concluded that the strategy had – in its unsynthesised form – not brought 
solution; it had simply added to the burden, artificiality and regimentation of 
everyday life for the entire household. While this behaviour support strategy 
may have been designed specifically for one older service user with the 
expectation of straightforward application by workers, it was being 
incorporated into a multi-faceted and dynamic setting of competing agenda, 
and vibrant, unpredictable activity. It was, therefore, not simply a matter of 
implementing ‘the box’ strategy as just another, isolated task in the support 
process, but of weaving it into the already intricate tapestry of daily life for an 
entire household of people. Knowledge could not simply be ‘dropped’ into a 
location and then used. It would take time for workers to find ways to 
integrate it sensitively and strategically so that the technologies of distanced 
other did not subsume older service users’ lives.  
Workers like Shae therefore taught me that achieving a support objective in 
ambiguous situations involving multiple stakeholders and complex 
environments required the continual (conscious and unconscious) synthesis, 
application and revision of multiple knowledge inputs so that they could be 
constructed into a coherent, responsive and actionable body of knowledge. It 
was through engaging with the real-world context on an everyday basis; using 
responsive, innovative, intuitive and relationship-based strategies; adopting 
non-invasive data gathering techniques; and honouring values and dignity, 
that Shae was able to identify a fundamental need that Kris was unable or 
unwilling to articulate, and amend her knowledge base and practice to 
accommodate that need. It was a flexible, actionable knowledge – 
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constructed from a place of responsiveness and the acknowledgement of 
dignity – that could change older service users’ lives. 
The individual construction of knowing 
My field work experience taught me that the continual reworking of multiple 
sources of knowledge was very much a part of the daily support of older 
service users. Many workers understood that support required knowledge 
input from multiple sources, and the judicious incorporation of that 
knowledge into support: “It’s not about one thing or the other – it’s the 
balance between them all,” Paige told me.  
Moreover, each individual had her own ways of adapting knowledge to 
construct action. Workers like Carolyn had developed elaborate systems of 
integrating multiple sources of knowledge into practice. Carolyn told me how 
she – with the support of the team – had established a network of medical 
professionals around each service user, inviting the general practitioner, 
specialists and natural health practitioners to engage in email conversations 
about specific issues of concern, suggest likely diagnoses, and generate 
possible solutions. Carolyn would often facilitate the dialogue, working with 
the variety of viewpoints and adding the team’s experiences to the mix. If the 
professional was unwilling to participate in these attempts to merge evidence 
with experience, the service would search for a replacement. An 
unintegrated, fragmented approach to health care was not, in the team’s 
view, in the best interests of service users.   
Other workers used simpler mechanisms of knowledge construction. For 
instance, casual worker Laila – who had only just met all of the service users 
at Red Gum – concentrated on integrating verbal and written instruction from 
permanent staff, along with indications of satisfaction from the housemates 
and her own personal knowledge of previous support experiences in other 
locations – to construct action and resolve the conundrums that were so new 
to her.  
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In any event, converting multiple sources of knowing into a more targeted and 
actionable entity within contexts of ambiguity and complexity was an integral 
part of working with knowledge during support. And as individual workers 
were undertaking their own unique constructions of knowledge, I observed 
how teams were simultaneously engaged in the growth of collective bodies of 
knowledge during the support to older service users. 
The power of many: The collective 
construction of knowledge  
There were numerous instances during field work that emphasised the vital 
role of the team in the construction of usable knowledge. The following 
narrative outlines the experiences of workers at the Silky Myrtle service as 
they supported and cared for Katie148 – a woman with multiple complex needs 
– during one of life’s most confronting undertakings: experiencing a life-
limiting illness. The following vignette, and subsequent reflection and analysis, 
discuss how workers constructed the knowledge they used to support Katie 
during the final stage of her life.  
The last leg home 
Introducing Katie 
I never met Katie. She had passed away from breast cancer three 
months before I commenced field work at the place she had last called 
home. Yet even with her death, it seemed that Katie had never really 
gone. Her illness and passing had profoundly affected many of her 
support workers, leaving an almost palpable sadness that lingered in the 
home like a sultry Queensland day long after the sun had gone down. As 
some workers talked about their current work, they would often default 
into discussions about Katie, tears creeping into eyes and spilling down 
                                                 
148 Katie was under the age of 50 and, as such, fell outside the minimum age criteria for 
inclusion in the study. However, Katie enabled the service to meet another criteria for 
inclusion the study: a service user who was experiencing a condition typically associated with 
ageing (see Appendix B). Although obviously experienced by younger age groups, cancer and 
death are typically associated with later life. Workers’ experiences working with Katie have, 
therefore, been included in the study. 
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faces as they shared the intense and confronting experience of 
supporting a service user – and a woman they cared deeply about – to 
die.  
Described by her workers as a vibrant, courageous and spirited woman 
who engaged passionately with life, Katie lived with a severe intellectual 
disability and significant health, behavioural and communication issues. 
Most notable amongst her medical conditions was the seizure disorder 
that remained outside the full control of science. It was not uncommon 
for Katie to endure 20 minutes of seizure activity at a time, the violence 
of which (prior to procuring the helmet which she wore almost 
everywhere) caused deep wounds to her head that often took months 
to heal. The lengthy healing period was exacerbated by Katie’s fearless 
engagement with life, with Felicity telling me how, horrified, she had 
one day found Katie in the bathroom, bandages strewn on the floor and 
fingers knuckle-deep in a head wound as she explored the parameters 
of this newly discovered facet of self. 
Discovering cancer 
One day early in 2011 while supporting Katie to take a shower, a 
support worker noticed a lump in one of Katie’s breasts. Tests and a 
biopsy revealed the lump was malignant and a mastectomy was quickly 
scheduled. The follow-up prognosis was, however, not favourable, and 
Katie’s doctors conveyed little hope for recovery. Katie’s family, who 
had become integral part of her life in recent years, engaged in lengthy 
discussion with the clinic involved in her care. A growing understanding 
about the various treatment options and their likely impact on her 
quality of life and on Katie herself (who had, over the years, displayed 
an unequivocal hatred for clinical settings), led the family to decide that 
putting Katie through additional treatment – which they were now sure 
offered no reasonable hope for survival – would compound the distress 
inherent in what already promised to be a difficult road ahead and was 
not what Katie would want. They decided the priority should be to 
support Katie to have the best end-of-life experience possible. 
Investigations into possible community options for Katie revealed a 
dearth of services and professionals with the knowledge, expertise and 
confidence to support someone with a life-limiting illness who 
presented with Katie’s needs. When her family and disability service 
were told by one mainstream provider that Katie would have to be kept 
under sedation during her treatment and longer-term care, the way 
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forward seemed both limited and clear: Katie would be supported to 
continue living what everyone believed to be her preferred life, and 
would be provided with the opportunity to die at home. 
Growing knowledge 
At the time of the decision, Katie’s service had almost no knowledge 
about how to provide Katie with the nursing and palliative care she 
needed. The service manager and support workers, supported by the 
family and the service’s executive officer, had simply decided they 
would do whatever it took to learn how to support her during this last 
stage of her life. Acutely aware of their lack of knowledge about how to 
provide the necessary care, the team sourced initial information 
through Katie’s medical team and, during the subsequent months, 
worked on identifying and collating relevant knowledge and resources. 
They built up a network of informal and formal information support 
around Katie that included her family, professional staff within CBO2, 
the hospital surgical and oncology units, the breast clinic, wound 
management support, palliative care unit, community health 
practitioners, and Katie’s GP, thereby establishing a collaborative hub of 
mutual learning and exchange of knowledge.  
Workers also tapped into the knowledge base present in their own 
support team which included two nursing students (one of whom was 
already a registered nurse) and a worker with aged care experience who 
had previously cared for elderly people living in residential aged care 
during the last weeks and hours of their lives. Several workers who had 
worked with Katie for the duration of her life in community knew her 
well, and others brought a range of life experiences that enriched the 
home (such as a strong emphasis on creating a family environment) 
during the emotionally fraught time. Support workers talked repeatedly 
about the leadership they received during Katie’s illness, praising their 
manager as someone skilled in identifying workers’ strengths and 
capitalising on resources, and who actively encouraged them to do the 
same.  
Support workers operated a dialogue of expectation regarding 
participation in, and contribution to, activities that strengthened their 
knowledge and expertise. Some workers put together files of 
information which they had sourced through the medical and allied 
health staff involved in Katie’s care and regular searches of the internet. 
The organisational nurse and the nurse on the support team provided 
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training and practical advice to staff, and workers sometimes practiced 
dressing chest wounds on each other to improve their practical skills. 
Workers continually shared their experiences with each other during 
shift overlaps and team meetings, by telephone, through file notes, 
messages to each other on the office whiteboard, and via email.  
Addressing challenge 
There were aspects of Katie’s care, however, that were deeply 
confronting. The wound from Katie’s mastectomy had never properly 
healed and, as sometimes occurs with breast tumours, the tissue 
became fungated. In addition to the visual distress it generated, the 
fungated tumour created a nauseating smell that permeated the home 
and became almost too sickening for some workers to bear.  
The wound itself was also difficult to manage. The registered nurse on 
the team described it as “very terrible” and a challenging one to dress, 
even for experienced professionals. Further, Katie would frequently tear 
the dressing off her chest and attempt to rip the dying flesh off her body 
as if she was pulling the scab from a healing sore, leaving her workers to 
clean and redress the wound multiple times during the day and night.  
Also, Katie’s workers worked largely alone and while workers scheduled 
during office hours could contact the service manager, other support 
workers, Katie’s team of health care professionals, and the 
organisation’s nurse for information, workers who were rostered to 
work at night had little access to informational support and reassurance. 
Juliette explained how, when she called the emergency on-call line in 
the early hours one morning to assist her with a particularly upsetting 
situation, the employee who answered had so little knowledge of Katie’s 
situation that the telephone call simply added to her distress. Members 
of the team had declared their willingness to provide support to each 
other on a 24-hour basis; however, Juliette was cognisant of their need 
to come to work fresh to face the inevitable challenges of the upcoming 
day and was unwilling to disturb their sleep. Not knowing what to do in 
a new and emotionally fraught situation, combined with working alone 
without access to knowledgeable support, was an angst-ridden, and 
sometimes highly distressing, experience.  
The comfort directive  
Support workers also held the weight of responsibility for managing 
Katie’s pain. The priority was for Katie to be pain-free, and workers were 
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repeatedly reminded that over-medicating Katie was better than under-
medicating her. Workers consequently relied heavily on the direction of 
medical professionals regarding the type of relief, dosage and delivery 
of the morphine-based drugs that were prescribed to Katie.  
Because Katie was unable to tell workers when she was experiencing 
physical distress, workers needed a way to determine it for themselves. 
A pain scale was sourced from the medical literature by the senior 
practice advisor and the team worked together to amend the scale, 
incorporating their knowledge about Katie and how she typically 
displayed discomfort into a series of observations they could make to 
determine her pain levels. They would do this by ascertaining changes in 
her vocalisations, social engagement, facial expressions, activity levels, 
physiology (such as skin colour), and routines (such as eating and 
sleeping). Workers completed the scale every four hours (and at any 
other time they suspected Katie was in pain) by reviewing the list of pain 
indicators and calculating the pain score. The threshold for 
administering the morphine-based drugs was sufficiently low to increase 
the likelihood that Katie remained pain free.  
A language of trust 
One challenge that eluded answer was determining how much Katie 
comprehended about what was happening to her body and her life. 
Katie’s preferred modes of communication were non-verbal in nature, 
and workers had no way of determining what she understood about 
complex concepts like dying. They believed that Katie had learned about 
her illness, not from what she had been told, but from enacting her own 
preferred way of understanding – passionate engagement with life. And 
throughout her illness, workers hailed Katie’s fighting spirit. However, a 
few days before her death, Katie experienced a lengthy and violent 
seizure in the shower. Paramedics were called in for support. As Fleur 
sat with Katie on the floor of the shower while she recovered, she 
watched as tears tumbled down the face of this fearless woman for the 
first time in the decade she had known her. Fleur told me that she 
thought it was in that moment, wrapped in the pure physicality of a 
body she could no longer rely on, that Katie finally understood: she was 
never going to get better.  
Traditional forms of communication were evidently inadequate so 
Katie’s workers did not concentrate on trying to make sure she 
understood confronting subjects like cancer, terminal illness, spirituality 
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and death. Instead they communicated using the shared language of 
trust they had constructed over their many years together. Tricia told 
me, “The best we could do was make sure she knew that we would be 
there to care for her,” and Moira wrote the following about this 
language of trust they shared. 
A specific day that sticks in my mind, is when we were all trying 
different ways to bandage Katie’s entire breast area, whilst 
chasing her around the bathroom holding the dressing, solutions, 
bandages etc. required. Katie thought it a great game at first. 
When whilst singing to Katie, I asked her to hold still and give me a 
hug so I could unroll the bandages around her. She leant into me, 
held her arms in the air and stood very still. When done and I was 
thanking her for being so helpful, she touched her forehead on 
mine and made long eye contact. I felt blessed for this moment as 
it helped me feel that although Katie was not of the understanding 
of the concept of the cancer, she trusted me. 
During Katie’s somewhat tumultuous transition from institutional living 
into community life, she had learned that her workers would stand 
strong for her during the most savage moments of her life. Similarly, her 
workers trusted that Katie would eventually understand her mortality in 
the same way she had pursued living: on her own terms. 
The last leg home 
As Katie neared her end, she was becoming increasingly frail. Her 
workers were beginning to injure themselves as they supported her to 
undertake the simplest of activities such as going to the toilet. And as 
her personality and demeanour began to change, support workers were 
no longer confident that their current approaches to identifying pain 
and administering relief were keeping her sufficiently comfortable, even 
with continual revisions to the pain management scale. Was her 
increased placidity an indication that she was comfortably over-
medicated? Or that she had accepted the inevitability of her decline? 
Perhaps it showed that she had developed an even greater trust in her 
workers? Maybe the drugs were having little impact and she was simply 
overwhelmed by pain?  
By this time, the service had a new manager and it was clear to her that 
Katie now required a whole new dimension of care. Katie needed 
mechanical support (the organisation had a no-lift policy), and most 
staff were not trained in the use of hoists and other assistive devices. 
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While the team understood that Katie’s needs were multi-dimensional, 
the physical requirements of care were becoming increasingly urgent, 
and the service was not currently equipped to support them. And 
becoming equipped was going to take more time than Katie had left.  
The service decided to transfer Katie to palliative care so that she could 
spend the final days of her life as comfortable as possible. As soon as 
she arrived, a morphine-based drip was inserted directly into her spine. 
The executive officer of the organisation auspicing Katie’s service 
committed to absorbing the additional cost of paying a worker to be 
with Katie during her time at the hospice, and workers and family 
members negotiated a 24-hour roster of ‘presence’ to ensure that Katie 
would never be alone during this final leg of her voyage.  
Katie died a few days later, in the space of the new and in the company 
of love and trust.  
Katie was a woman with significant medical needs, limited verbal 
communication skills, confronting behaviours, and a pronounced intellectual 
disability. From when Katie’s workers first began supporting her to die at 
home until the uncomfortable realisation that they could do so no longer, the 
team was faced with the enormity of responding to the full range of Katie’s 
urgent and rapidly changing needs. It was an endeavour that would confront 
existing knowledge bases and demand their transformation.  
“We made her death positive”: Constructing ‘the good 
death’ in a void of ready-made knowing 
I had entered this endeavour at its epilogue. It was a time when reflections 
and grief were raw, and emotional exhaustion bled into many of my 
conversations with workers. Their stories were often graphic yet were told 
with such poignant grace and careful protection of Katie’s dignity that I could 
not help but be moved to tears on many occasions, both in workers’ presence 
and on my own as I reflected on the enormity of their sacrifice and investment 
in Katie’s life, death and legacy. It was not only this profound sense of 
commitment and decency that permeated my experience of growing Katie’s 
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story, but also a modest yet certain pride at having achieved their goal: “we 
made her death positive,” said Davina.  
Because at the core of the team’s knowledge was the goal of supporting Katie 
to have ‘the good death.’ It was a goal that not only encompassed the notions 
of comfort and painlessness, but also the opportunity for Katie to continue in 
the life she had known and thrived in – with the people she knew, in her 
familiar space, while enjoying a lifestyle that nurtured fulfilment, freedom and 
connection. Katie’s workers would not conscience abandoning her to a half-
alive state of clinicity during the final months of life.  
While this collective interpretation of what ‘the good death’ meant provided 
the platform for Katie’s continued support at home, along with a compelling 
determination from the team to support this goal no matter what, workers 
knew that this value was not – in and of itself – enough to achieve their 
objective. Not only did they lack the individual expertise needed to satisfy 
Katie’s exceptional and changing needs, but they also lacked a collective 
knowledge base from which to deliver consistent care for this woman. Thus 
the need to source new and targeted knowledge that could address need 
became an urgent priority. 
Equipping the team with the knowledge necessary to achieve dying with 
dignity for Katie was not, however, a straightforward task. Vickie explained to 
me how the dearth of knowledge and expertise amongst mainstream services 
with regard to supporting end-of-life for someone with Katie’s extensive 
needs acted as a significant impediment to growing workers’ knowledge base. 
And because there was no coherent, easily available body of knowledge and 
services that the team was able to identify, workers had to locate and access a 
range of internally and externally based knowledges from a number of 
sources. Thus knowledge was sourced from a wide range of professionals and 
key people in Katie’s life, then synthesised into a form that could be used in 
the most practical of ways to support Katie’s existing lifestyle and address her 
specific needs.  
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Team members undertook this synthesis and translation of sourced 
knowledge via processes that encouraged and supported continual 
communication (the myriad strategies outlined in the vignette) within what 
four members of the frontline team named as a “strengths-based” 
framework.149 When I talked with workers about their approach to the 
collective construction of practice knowledge, they did not refer to any tightly 
ordered process, but simply highlighted a number of principles which were to 
be enacted by all team members: that experiences and sourced knowledge 
would be shared; written information would be read and contributed to 
diligently; and opportunities to grow collective knowledge would be 
participated in. With regard to the latter point, the team meeting served as a 
vital hub of learning where workers told their stories; introduced new 
knowledge; shared points of similarity and contrast in robust discussion; 
provided opportunities for teaching and learning; and revised the existing 
collective knowledge base. Communication thus became a multifaceted 
strategy that enabled them to continually shift their knowledge base and 
subsequent practice in order to meet Katie’s needs.  
Several workers highlighted the successes they had with this approach to 
constructing knowledge. Madonna told me how visiting nurses to the home 
praised the team for the professional way in which they were dressing what 
was a very difficult post-surgery wound. Cecily, Sandra, Melanie and Jules 
talked with me about the development and use of the pain management 
scale. After the document had been sourced by the senior practice advisor, it 
was taken through a continual process of amendment, implementation, 
review and revision by the team to ensure that this most crucial tool would 
remain relevant to Katie’s changing medication needs. Thus the pain 
management scale not only represented the achievement of a key element of 
Katie’s care (that is, the management of Katie’s pain) but also the construction 
                                                 
149 While there is no agreed-upon definition of strengths-based practice (Ennis & West, 2010), 
Saleebey (2006, cited in Ennis & West, 2010) states that strengths-based approaches are 
based on a belief that all people bring resources, assets and capacities to situations that can 
be used to transform their lives. 
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of a localised and highly relevant evidence-based knowledge from the ground 
up. 
“We did talk to her but whether she understood, we’ll 
never know”: Encountering dilemma in the construction 
of collective knowledge 
As the team sought out knowledge and worked it into a form that could be 
used to address Katie’s needs, workers were met with significant challenges to 
integrating knowledge. One of the most profound challenges workers faced in 
this regard was the impediment to shared communication between worker 
and service user. Katie’s lack of clear verbal communication meant that 
workers could not know what Katie was thinking: “We did talk to her but 
whether she understood, we’ll never know,” Faye told me. It was, therefore, 
extremely difficult for workers to acknowledge and work with the deeper, 
more cognitive aspects of Katie’s experience which – in situations of life-
limiting illness amongst the verbally communicative population – would 
represent a non-negotiable source of knowledge, the voice of the patient 
being central to decision-making.  
Some of Katie’s workers, however, were worried about talking to her about 
confronting issues like death, partly due to concerns that doing so might 
contribute to her distress.150 They had no way of determining the level of 
Katie’s understanding; nor could they know how Katie would re-imagine the 
inevitability presented to her. Without a shared strategy for the 
communication of abstraction, there could be no careful testing of ideas, 
perception and comprehension in case it took more vulnerable other into 
spaces too dark to bear. Further, there was no knowledge, skill base, and 
accompanying group of professionals that workers knew of to assist them 
                                                 
150 In their study about how support workers assisted service users to grasp concepts like 
death and dying, Ryan et al. (2011) similarly found that workers were reluctant to broach 
these issues because of a fear of doing harm. 
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with such a task, the lack of which acted as a compounding barrier to 
incorporating Katie’s viewpoint into her support.  
Thus workers relied heavily on relationship as the primary knowledge sharing 
strategy in their engagement with Katie. Relationship – symbolised by the 
language of trust – represented a wide open space of commitment. Workers 
were confident that Katie understood, from their history of devotion to her, 
that they would not abandon her in the face of some of the most brutal 
moments she would ever face. The team would be there no matter what. And 
workers were also confident that Katie would continue to learn as she had 
always preferred to learn – through the teacher of experience. Her encounter 
with dying would teach her all that she needed to know. Thus the collective 
determination to step in and stay in where other, less invested knowledge 
couldn’t (or wouldn’t), along with workers’ faith in Katie’s ability to learn and 
grow through the life experiences remaining to her, were vital ways of 
knowing that fed into and strengthened the holistic body of knowledge that 
informed Katie’s support. 
Shifting tides: Adjusting strategy and the impact on 
knowledge 
What was also evident from Katie’s care was that the focus of knowledge 
shifted once the support strategy changed. The team’s constant objective had 
been to support Katie to experience the most positive end-of-life experience 
possible, and workers and members of Katie’s family had initially interpreted 
this goal as best accomplished by providing Katie with the opportunity to die 
at home. Towards the end of Katie’s life, however, her rapidly changing 
palliative care needs required a pace of knowledge acquisition and 
transformation that exceeded their ability to keep up, and the team 
acknowledged that it was time to review the original strategy. Sometimes 
good care meant knowing when some forms of knowledge had to take 
precedence in the hierarchy of knowing: the non-negotiable requirement that 
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Katie would die in comfort and without pain meant that external, professional 
knowledge would – at some point – have to take a privileged role. Thus the 
change in strategy from dying at home to dying in comfort shifted the team’s 
knowledge priority from knowing how to provide practical hands-on care to 
supporting connection and trust during the last days of life.  
In conclusion, these women – Katie’s support workers – were not a group of 
credentialed experts with extensive bodies of evidence-based knowledge. Yet 
they drew on professional and multiple other sources of knowledge, and 
worked them into forms of knowing that enabled the team to work from 
within their collective values and towards their objective of a good death for 
Katie. They did so from within the space of everyday life and a context of little 
available knowledge about how to support a person with multiple and 
complex needs with a life-limiting illness. Workers struggled with not-
knowing, multiple dilemmas, and challenges to knowledge use, not the least 
of which was Katie’s own fearless engagement with her body. They operated 
within a continually shifting hierarchy of knowledge that recognised multiple 
forms of knowledge, and that sometimes privileged personal knowing and 
sometimes the facts of science. Their task was one of bringing knowledge 
together from wherever it may have been sourced, of shifting knowledge 
during their individual practice and their collective construction of it, of 
making it work in the most confronting of circumstances both for them 
personally and collectively, and for the woman they supported. It was a 
knowledge constructed through doing.  
The researcher’s experience of the knowledge 
of doing 
This knowledge of doing was a form of knowing that I had dabbled with during 
my 16-month foray into workers’ worlds but could not master even though, 
upon commencing field work, I had felt (overly) confident that I could. During 
my decade-plus in the disability sector I had been a support worker, case 
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manager, frontline supervisor, service manager, systems advocate, staff 
trainer, and consultant. During my venture into workers’ worlds, I brought 
experience working with people with high physical, medical, psychological and 
behavioural needs. I had grappled with the pressures of operating within 
minimally resourced services; developed a sound grasp of the rights of people 
with a decision-making disability; and had just undertaken a thorough review 
of the academic and grey literatures on ageing for people with an intellectual 
disability. Surely all this knowledge and expertise would stand me in good 
stead for my re-engagement at the coalface.  
Despite my knowledge wealth, I found myself surprisingly and perpetually 
positioned as apprentice. Even my comparatively extensive grasp of the 
vulnerabilities of older people with an intellectual disability did not seem to 
provide me with any substantial knowledge benefit over the support workers 
with whom I engaged. While my knowledge thickened and my capacity to 
contribute to the support of individual older service users improved over 
time, it did so to far lesser degrees than those who were working day-in-day-
out in overflowing complexity. I was, as such, a newbie in the presence of 
experts who had grown a knowledge that I could only dabble in. It was a 
knowledge of practical, hands-on, trial-and-error, invested experience – an 
embodied way of knowing that could not possibly be learned any other way 
than by embedding oneself long-term in the untidiness of doing. It was 
learned as workers faced the anxiety of not-knowing; sorted through an array 
of perspective and fact to decide what contributed worthwhile knowledge; 
wrestled inputs into practical strategy; dealt with multiple and competing 
dilemma; and found ways to counter the systems and knowledges that 
threatened to stifle action.  
Locale knowledge   
As I participated in hours upon hours of story and event, I began to 
understand that the constant sourcing, doubting, relating, testing, debating, 
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erroring, resisting, sacrificing and synthesising were processes that were not 
only being used to construct the support of older service users, but were also 
contributing to the evolution of pragmatic and embodied forms of personal 
and collective knowing that were contextually situated and locally nurtured. 
Not only were Katie’s workers wrestling knowledge into action in the pursuit 
of objective embedded in strongly held values, they were also growing their 
own individual, highly localised expertise and a collective body of 
contextualised knowing, the act of engaging multiple sources of knowledge 
and transforming them into action, leading not only to the outcome of 
support but to the product of knowledge itself.  It was thus through my 
immersion into the world of support that I saw how workers grew an entirely 
unique body of knowledge in their work with older service users. It was a 
knowledge that proffered real, practical solution in the pursuit of objective. It 
was what I have called locale knowledge. 
As I observed it in operation, locale knowledge operated in two main spaces: 
1) individual knowledge as a form of personally operated context-bound 
wisdom and expertise; and 2) a collective body of knowing that was accessible 
to workers present in that specific context.  
Locale knowledge as individually situated 
As individual beings who continually accessed their own personal libraries of 
knowing and enacted doing in their own unique ways, support workers ‘knew’ 
in ways that differed from those of their colleagues (see Reay, 2010). For 
instance, workers brought their own previous bodies of overt, tacit and 
experientially based knowledge and practice wisdom – such as their nursing 
training, their work in aged care, their habitual ways of operating, and the 
lives they had spent nurturing their families – into Katie’s home and support. 
Plus they grew their own embodied forms of knowing as they engaged 
physically and cognitively in acts of support (such as attempts to bandage 
Katie’s wound, the use of the pain scale, and their efforts to balance dilemma 
and honour dignity), each act serving as an opportunity to reinforce, 
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dismantle and/or refine existing elements of knowing. They also accessed, 
interpreted and integrated the knowledge available to them in different ways. 
These forms of knowing merged into their overall, highly individualised 
approaches to, and experience of, supporting Katie and, over time, became a 
rich body of personal knowledge that revealed itself during acts of support, 
workers’ communications, and their own personal growth. This context 
wisdom and accompanying expertise comprised a way of knowing that 
reflected not only the overt and tacit knowledges of a lifetime, but the overt 
and tacit knowing that had been accumulated and advanced during workers’ 
support to Katie.  
Locale knowledge as collectively situated 
The collective element of locale knowledge – which also relied on the 
translation of knowing into action via individuals and their unique collections 
of context wisdom and expertise – was the body of knowing specific to Katie’s 
support that was available to, and used by, Katie’s workers en masse. Thus 
while some forms of individual knowledge remained undeclarable and/or 
undeclared within tacit and private bodies of knowing, Katie’s workers had 
developed their own, collective understanding about how to support Katie. 
This knowledge was evidenced in the files of information about Katie’s illness 
and care; the techniques used to dress Katie’s wound and prevent her from 
ripping off her bandages; the development and continual revisions of the pain 
management scale, and related policy and procedure; and the team’s 
collectively constructed understanding and language about Katie’s 
experience. As such, they developed a body of knowledge that was unique to 
this group of workers, specific to a particular circumstance, based upon a 
collective value, and targeted to the meeting of the primary objective, which 
was to ensure that Katie experienced a good death. 
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A précis of locale knowledge  
Locale knowledge therefore comprised individually and collectively held forms 
of knowing that were specific to the local context of support to older services 
users, namely the people, activities, environments, events, values, 
complexities, systems, objectives and dilemmas that were part of workers’ 
everyday engagement at the coalface. It was a rich and dynamic body of 
synthesised knowledge derived from multiple sources of external and internal 
knowing that were both conscious and tacit-embodied in nature. Constructed 
out of practical engagement with the everyday tasks of support, locale 
knowledge was a continually adapted knowledge of action, used for the 
achievement of objective in response to the real-life needs and preferences of 
older service users. Locale knowledge was, at its core, an everyday knowledge 
of doing that was invested in people and developed during workers’ attempts 
to support ordinary life in community for older service users.  
Locale knowledge was also a representation of transformation. At the 
individual level, it paralleled Kolb’s (1984) understanding of knowledge (as 
stated in his model of experiential learning) as “a transformation process, 
being continuously created and recreated” (p. 38). On a collective level, 
knowledge was shaping the social reality and vice versa via a dialectical 
relationship of mutual construction (Berger & Luckmann, 1966). Thus locale 
knowledge – the everyday knowledge of support to older people with an 
intellectual disability – was a representation of culture, of transformation, and 
of possibility, with knowledge, knower and known all metamorphosed during 
its construction. 
This understanding of knowledge represents my engagement with knowing 
across all three services in the study, and the crystallisation of two years of 
field work, data analysis, and constant reflection on the role of knowledge in 
support. Locale knowledge, as outlined in Figure 8.1, encapsulates the three 
key themes of Chapters 6, 7 and 8 of the thesis – knowledge as content 
(research objective 1); knowledge within context (research objective 2); and 
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knowledge as constructed (research objective 3) – and illustrates several key 
features of locale knowledge (as they are discussed in this chapter). 
 
 
 
 
 
 
 
 
 
Figure 8.1. A representation of locale knowledge. 
Figure 8.1 highlights the multi-faceted nature of the knowledge used by the 
support workers in the study. Conceptualised as both content and process, 
locale knowledge did not exist apart from multiple sources of content, the 
influence of context, and the inevitability of construction, each contributing to 
the formation of a unique and multi-faceted body of knowledge that was used 
at the coalface of support to older service users.  
Construction
Content
Context
Locale knowledge 
 
Operated in the everyday      Dynamic-responsive               
Explicit-tacit        Individual-collective 
Contextualised       Actionable 
Objective-driven       People-oriented 
Synthesised-merged Values-based 
303 
 
The knowledge of doing: Moving from 
knowledge accumulation to knowledge 
responsiveness 
Everyday knowing as a knowledge of action 
As I came to the end of the study I was left with the sense that the most 
potent of knowledges in the service of older people with an intellectual 
disability must ultimately be a knowledge that facilitates action. Zeldin (1959) 
suggests, lived knowledge – a knowledge she refers to as intuition – is 
essentially the real knowledge. 
As a living being, man shares, takes part, in the community in which he 
exists. As a rational being, man objectifies the community, tries 
rationally to understand it and, in so doing, takes it and himself out of 
existence... The advantage of intuition is that the awareness it consists 
of is of existence, of what exists as it really, existentially, exists. (p. 356) 
While empirical knowledge can offer us an artificially constructed explanation 
for how the world works, it is the knowledge of doing – inherent to the human 
condition and fundamental to social life – that enables us to live in the real 
world.  
The material of the bridge, therefore, between existence and 
concepts,151 between finesse and géometrie, is purpose; its form is 
action. Knowledge and thought are for the sake of action; the fact of the 
action is directly dictated by the existential situation; its nature is 
determined indirectly by this situation and directly by reason. In this 
sense, human reason has a point, namely, to serve man’s inadequate 
existential awareness of purposiveness. Knowledge is, after all, for the 
sake of life; the esprit de géometrie serves the esprit de finesse. (Zeldin, 
1959, p. 358) 
                                                 
151 Existence being the actual experience of life and concepts being facts constructed from 
rational analysis. 
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Zeldin argued that existence – finesse – is more real than géometrie – rational 
understanding based on the construction of symbols, or representations that 
are, in essence, mere reflections of the lived experience. One cannot truly 
know devotion by reading about it. As such, the experience is more real than 
its representation: the abstraction – the fact – is simply a symbol for reality. 
Real-life knowledge is that which transcends abstraction to become doing. 
Supporting ordinary life for older people with an intellectual disability 
required frontline practitioners to continually transform external and internal 
representations of knowledge into action. There was no ready-made 
knowledge base they could tap into to accomplish this goal – no version of 
science, perspective, professionalism, interpretation, philosophy, intuition or 
regulation that was positioned to work with this older service user in this 
environment, amongst these dilemmas, during this activity, in this systemic 
context, with these unique complexities, in pursuit of this objective. Workers’ 
knowledge base was drawn from disparate sources of knowing that required 
continual engagement and reformulation during the moment-to-moment, 
everyday work of support in contexts of dilemma and complexity in order to 
transform knowing into practical acts of support. 
Knowledge as synthesised 
In recent years, this understanding of the knowledge of social care as derived 
from multiple sources of input and then synthesised into a unique and 
actionable form has gained increasing support (e.g. Beddoe & Maidment, 
2009; Bonner & Lloyd, 2011; Fook, 1999, 2000, 2001; Fook et al., 2000; 
Gabbay & le May, 2004; Närhi, 2002; Osmond & O’Connor, 2004; Sheppard, 
Newstead, Di Caccavo & Ryan, 2000). In contrast to positions that call for the 
knowledge of care to anchor itself in formal knowledge such as evidence-
based practice,152 this perspective recognises that knowledge in actual 
                                                 
152 See, for instance, periodicals such as the Journal of Evidence-Based Social Work which aims 
to assist readers to evaluate “current evidence options and determine which one serves your 
clients’ best interests and leads to the desired outcome” (Taylor & Francis Online, n.d., n.p.). 
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practice operates beyond traditional epistemological boundaries and may 
contribute significant benefits for practitioners. For instance, Osmond and 
O’Connor (2004) propose that the process of synthesis may be what enables 
social worker practitioners to hold and/or merge divergent ideas, and to work 
with knowledges that appear to operate in competition with each other.  
Peile’s (1994) The Creative Paradigm: Insight, Synthesis and Knowledge 
Development adds further support for the synthesis of knowledge in the 
practice of social care. He argues for a conceptualisation of social work 
knowledge that transcends what he refers to as the positivist-interpretivist 
debate (pp. 12-28), and promotes the creative paradigm as a way of 
knowledge use that supports wholeness and inventiveness in working with 
people and their problems. Peile’s (1994) view of reality is one of an 
undivided whole that encourages action based in knowledge synthesis. There 
can be no pure science or pure perspective, as such, because all forms of 
knowledge exist together as a type of dynamic, indistinguishable and 
inseparable whole.  
Peile (1994) goes on to discuss the creation of knowledge as being one of 
continual mutual formation involving thinking, feeling and doing, a holistic 
process that inevitably shapes not only knowledge but knower: “the observer 
(subject) and experience (object) are locked in a dialectical process where 
each transforms the other” (p. 54). Knowledge is, therefore, entrenched in a 
perpetual process of conscious and unconscious evolution as practitioners 
engage with the task of resolving multiple inputs and opposing standpoints to 
create action.  
Peile’s (1994) creative paradigm resonates with key features of the knowledge 
of disability support workers involved in this study. Apart from prompting, 
support workers rarely talked about their knowledge in terms of its 
components, and my attempts to dismantle knowledge into parts simply 
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confounded both participant and researcher.153 And as discussed throughout 
this chapter, this converged knowledge was in a state of continual change that 
was supported by intellectual process (hypothesising, data gathering, analysis, 
reflection), emotional engagement (the embedding of values and the human 
connection), and the actual doing of knowledge (support-oriented activities). 
The knowledge shaped the doing and the doing shaped the knowledge, 
developing richer and more robust forms of conscious and unconscious 
knowledge and expertise over time. Furthermore, it was this operation of 
knowledge as a whole reality that enabled workers like Shae and collectives 
like the Silky Myrtle team to honour the integrity of people’s everyday lives, 
and prevent them from being dismantled by various forms of reductionistic 
and undialogued directive.  
Peile’s (1994) understanding of knowledge as existing beyond ontological and 
epistemological wars of superiority154 is echoed in a broader intellectual 
movement that highlights the incorporated nature of real-world knowledge. 
In addition to Peile’s creative paradigm, other well-known models and 
theories include: Nonaka’s (1991) and Nonaka’s and Takeuchi’s (1995, 2004) 
SECI Knowledge Spiral; Lundvall’s and Johnson’s (1994) four types of knowing; 
Argyris’ et al.’s, (1985) action science; Eraut’s (1994) and Fook’s et al.’s (2000) 
conceptualisations of professional knowledge and expertise; Wenger’s (1998) 
communities of practice; and Blackler’s (1995) model of organisations and 
knowledge types. Each of these perspectives acknowledges the integration of 
the external and measurable with implicit knowledge embedded in self as 
integral and necessary to a sophisticated knowledge of action.  
However, and as argued in Chapter 2 of the thesis, researcher investigations 
of the knowledge of disability support workers who work with older people 
with an intellectual disability have, to date, focused primarily on the role of 
factual knowledge in support. Additionally, both organisations involved in the 
                                                 
153  See the section, The Trouble with Taxonomy: Wrestling with the Separation of Knowledge, 
in Chapter 6. 
154 See the section, In Pursuit of an Epistemology of Practice, in Chapter 3. 
307 
 
study placed a heavy emphasis on the role of formal knowledge in the support 
to this group. It appears that knowledge as inevitability and necessarily 
integrated has not strongly influenced conceptualisations of knowledge within 
the arena of disability support. Given the broader contemporary 
acknowledgement of knowledge as synthesised and its potential efficacy for 
constructing unique solution, this situation represents a significant 
opportunity for growth within a sector currently poised on the edge of 
change. 
Locale knowledge in an age of knowledge volatility    
Locale knowledge – as a type of grounded, dynamic, responsive, synthesised 
and contextually relevant form of knowing that is anchored in action and 
targeted to meeting objective – represents a form of knowledge well suited to 
the growing challenge of managing knowing in contexts characterised by the 
proliferation and instability of knowledge.  
The promise, challenge and the dilemma knowledge societies pose for 
every individual derives from the need to cope with, and even welcome, 
greater transience and volatility, the recognition that uncertainty is a 
necessary by-product of the search for any elimination of 
disagreements, and the need to accept the transitoriness of virtually all 
social constructs. (Stehr, 2007, p. 39) 
 
The need to work with the glut of knowledge in less traditional ways is being 
increasingly recognised in both academic and mainstream writing. In his 
discussions about knowledge and its relationship to economics, Hayek 
(2005/1945) argues that the knowledge of value within society is not that 
which is coordinated and controlled by centralised external bodies but is that 
which is maintained in its fullness within actual, local circumstances. Lipsky 
(2010) suggests that street-level bureaucrats – such as disability support 
workers – must develop mechanisms to respond quickly to complex problems 
despite having limited information. Shirley and Langan-Fox (1996) suggest 
that the need to process a large number of options in increasingly reduced 
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time demands greater attention to the role of intuitive knowledge in 
contemporary thinking. Nonaka’s (1991) groundbreaking work in the areas of 
knowledge creation and management highlighted the need to engage with 
tacit knowing and find ways to harness it at all levels of an organisation, from 
the development of executive-level strategy to frontline work practice. 
Malcolm Gladwell’s (2005) international best seller, Blink: The Power of 
Thinking Without Thinking, promoted the idea of ‘rapid cognition’ (p. 13) or 
‘thin slicing’ (pp. 18-47), and argued the value of well-honed snap judgment 
within the context of a thorough grounding in the chosen knowledge. Taleb’s 
(2012) antifragility proposes that rigidity, predictability and linear thinking – 
all features of institution, rules and risk management – are guarantees, not of 
the neat outcomes we plot and plan for, but of inevitable disaster: the brittle 
breaks when bent. Conversely, antifragile knowledge allows one to grow 
through crises, capitalise on unpredictability, deal with randomness, value 
error, and thrive on uncertainty, its strength lying in its ability to operate 
within the unknown and unpredicted.  
The mobility, adaptability, craftiness, responsiveness and contextually 
oriented nature of locale knowledge therefore made it optimally suited to 
operating amidst the volatility and ambiguity of new experiences, a dearth of 
essential resources, and the unpredictable business of daily life, all of which 
were present in the support to older service users.  
Conclusion 
Chapter 8 addressed the third research objective of the study by describing 
the nature of the knowledge workers used during their work with older 
service users. Vignettes about individual worker Shae and the team at Silky 
Myrtle illustrated how frontline practitioners individually and collectively 
constructed knowledge from multiple inputs of content within contexts of 
considerable challenge in order to produce desired outcomes for older service 
users. Support worker knowledge was thus depicted as operating in a 
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perpetual state of mutual formation with its operators. It was, therefore, 
primarily constructed in nature, and is represented by the term locale 
knowledge (see Figure 8.1).  
Locale knowledge is an approach to knowledge that is congruent with Peile’s 
(1994) creative paradigm, broader conceptualisations of knowledge as 
synthesised, and the constructionist epistemology selected for the study: that 
knowledge and social reality exist in mutual co-construction (Berger & 
Luckmann, 1966). Workers in this study enacted, adapted and grew 
knowledge in a mutually influential relationship with the everyday and the 
necessary, simultaneously constructing their own bodies of locally derived 
evidence as they did so. Locale knowledge was, as Schön (1983) and Argyris et 
al. (1985) suggest, an epistemology of practice, the nature of knowledge being 
derived through application of multiple forms of knowledge via practical, 
bodily engagement with the ordinary world. As such, locale knowledge 
transcended the objective-subjective and explicit-tacit divide discussed in 
Chapter 3 of the thesis by operating synchronously in the space of the already 
known, the just known and the unknown, a merged sense of knowing made 
richer – not only through the accumulation of knowledge – but through 
continual engagement with it, reworking of it, and being reworked by it. Thus 
locale knowledge was an entirely exclusivist form of knowledge: one could not 
learn about locale knowledge from the sidelines. One had to do it to know it. 
This conceptualisation of knowledge stands in noticeable contrast to more 
constrained understandings of support worker knowledge as necessarily 
factual in nature. Locale knowledge highlights the innumerable benefits 
provided through the practical synthesis and application of everyday 
knowledge through the actions of invested and primarily uncredentialed 
operators, thereby flagging the need to reconsider the value of ordinary, 
coalface ways of knowing. The final chapter of the thesis thus concludes the 
discussion on locale knowledge with some broad reflections on the worth of 
this knowledge in the support to older people with an intellectual disability, 
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and summarises and reflects on some of the key contributions and 
implications of the research.  
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Chapter 9 
 
The knowledge of doing 
Conclusions and significance of the research  
 
Introduction  
This thesis represents my ethnographic exploration into the knowledge used 
by disability support workers who work with older people with an intellectual 
disability living in supported accommodation. It also represents my 
unexpectedly intense voyage through the same rocky seas that disability 
support workers traversed on a daily basis, the engagement with knowing in 
the space of the everyday providing me with a plethora of opportunities to 
experience knowledge at the coalface in its most potent form – that of doing.  
Chapter 9 concludes my exploration into the knowledge of doing, or the locale 
knowledge of disability support workers, with targeted discussions about the 
significance of the research. The first part of Chapter 9 consolidates the 
contributions of locale knowledge to the lives of older service users by 
reviewing the strengths and vulnerabilities of this knowledge as identified 
throughout Chapters 5, 6, 7 and 8 of the thesis. The second part of the 
chapter discusses key reflections and conclusions about the broad significance 
of locale knowledge as an engaged, real-world knowledge of doing. It 
identifies key challenges that local ways of knowing generate for the 
dominant generalist knowledge paradigm, and goes on to discuss some of the 
implications of locale knowledge for key systems that shape the knowledge of 
disability support workers who work with older service users, including future 
directions for research. The remainder of Chapter 9 undertakes a critical 
reflection on key aspects of the research design, and draws to a close with 
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some broad conclusions and reflections about the value of a knowledge of 
doing. 
Contributions of locale knowledge to the 
support of older service users 
As outlined in the Prologue to the thesis, my initial motivation for undertaking 
this study was to develop an understanding of practitioner knowledge that 
could be used to enhance the support to older people with an intellectual 
disability. This section of Chapter 9 contributes to the broad purpose of the 
research by summing up what I understood to be the core strengths and 
vulnerabilities of locale knowledge, and discusses how they contributed to, 
and detracted from, the use of knowledge in workers’ support of older service 
users. 
The strengths of locale knowledge 
Locale knowledge was fundamentally a real-world knowledge that was 
constructed out of workers’ ongoing engagement in the everyday lives of 
older service users. Older service users were unique individuals with their own 
needs, agendas, preferences and aspirations who were experiencing ageing in 
different ways. Some (like Eloise and Lizzie who were introduced in Chapter 5) 
were encountering few complications as they grew older, living their lives in 
much the same ways as they had done in their younger adult years. Others 
(including Sophie in Chapter 5, Ryan in Chapter 6, and Richard in Chapter 7) 
were undergoing change and/or gradual deterioration across a range of life 
domains, and a number were living with chronic and/or life-limiting illness (for 
example, Josh in Chapter 6 and Katie in Chapter 8). Support workers 
responded to these individuals from within contexts of constraint, diversity, 
unpredictability, mutability and challenge. They did so without 
comprehensive, coherent and readily available sources of specialised 
knowledge and guiding frameworks that were targeted towards addressing 
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the multiple issues facing older service users such as declining mobility and 
changing lifestyles; loss of family members; dementia and other life-limiting 
illness; transitions to residential aged care; and understanding ageing and 
death.  
Locale knowledge served as a key compensatory mechanism within this 
scenario. As identified throughout Chapters 5, 6, 7 and 8, workers employed 
locale knowledge to manage some of the more pragmatic, ageing-related 
elements of the scenarios in which they worked. They used locale knowledge 
to: adapt to real-life scenarios and respond in personalised ways to older 
service users (Mary’s encouragement of healthy eating with Hazel); 
accommodate multiple knowledge types during the construction of solution 
and achievement of objective (Shae’s work with Kris); create actionable 
knowing in the absence of targeted knowledge and strategy (Josh’s support at 
Bolwarra); operate flexibly in the face of constraint, dilemma and complexity 
(the Bolwarra team’s work with Evelyn); translate distanced and static forms 
of knowledge into more connected and grounded ways of meeting need (the 
construction of the PBS plan for Jaden); reduce the impact of 
professionalisation of people’s lives (Jiao’s work with Richard and his 
housemates); and operate knowledge in ways that honoured deeply-held 
values, and privileged dignity, caring and commitment (the Silky Myrtle team’s 
support of Katie). In essence, locale knowledge served as the knowledge of 
translation – it was the knowledge conduit through which workers integrated 
a range of potentially useful sources of knowledge into a holistic form that 
could be actioned by real human beings in everyday contexts, and then used 
to work responsively and relationally with the most potent demands of 
support as service users aged.  
The key contributions of locale knowledge are summarised in a single word: 
responsiveness. Locale knowledge was an invested knowledge that had been 
forged through action and refined through relationship and, as such, was 
embedded in adaptation. It was easily shifted by its operators to meet real-life 
contingency, facilitating responsiveness as workers strove to address the 
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unique need and preference of each older service user in the face of changing 
and intensifying support needs, and structural, systemic and discursive 
impediment. It was, as such, a knowledge with sufficient flexibility to be 
grown in content and adapted to context, thereby strengthening services’ 
capacity to compensate for continually changing and growing need across 
dimensions of both ageing and intellectual disability, and to continue 
supporting older service users to age in place within limited resources and a 
dearth of targeted knowledge and strategy.  
The vulnerabilities of locale knowledge 
As identified throughout Chapters 6, 7 and 8, there were a number of aspects 
of locale knowledge that threatened its integrity and potential efficacy. One of 
the chief threats to a robust locale knowledge was that posed by not-knowing. 
While some aspects of not-knowing – such as knowledge humility – were of 
considerable benefit in that they created ‘knowledge hunger’ in workers (that 
is, a willingness to embrace new ways of knowing and to continually question 
the worth and sufficiency of current knowledge), other aspects of not-
knowing (such as a lack of open mindedness; the failure to resolve conflict 
based on divergent perspective or competing objective; or a lack of important 
factual knowledge content) threatened the breadth and coherence of 
practitioner knowledge. Problems relating to attitude and access could 
consequently result in brittle or limited thinking, interfering with the 
incorporation and synthesis of new knowledge, and eventually resulting in a 
less robust, flexible and potentially relevant locale knowledge than it could 
otherwise have been. The impact was that knowledge could be: incomplete 
and result in inadequate support for older service users (Amber’s lack of 
knowledge about Ryan’s meal-time support needs); subject to attempts at 
control (Brigette’s experience of intimidation by co-worker Bella); seconded to 
serve its operators’ own aims (Emily’s insistence on the maintenance of 
routine); or less open to collective review and challenge (the use of covert 
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approaches to circumvent systems).155 All of these factors could potentially 
compromise the quality of support to older service users. 
In addition to content limitations, locale knowledge was also made vulnerable 
by the structural, systemic and ideological limitations of context. Synthesis of 
sources, along with flexibility of construction and use, were severely curtailed 
in locations where resource constraints and hegemonic mechanisms of 
control limited workers’ capacity for responsiveness, and impacted upon the 
broader knowledge cultures of services. Some of the more insurmountable 
barriers included: low staffing levels; the design of homes; and the rejection 
of generalist knowledge by older service users (see Chapter 7). Knowledge 
became less efficacious where there were entrenched and unmoveable 
barriers to actual support, a point which has considerable implications for the 
axiom that knowledge- or attitude-based professional development 
mechanisms should be a first response in such situations.   
Another of the vulnerabilities of locale knowledge was its devalued status. 
Locale knowledge was subject to suspicion, surveillance and the presumption 
of unscientificity by some within the knowledge élite. This discrediting of 
locale knowledge may have been, in part, a result of workers undertaking one 
of the most necessary and sophisticated aspects of knowledge construction: 
synthesis. As outlined throughout the second half of the thesis, participants 
incorporated generalist, sanctioned knowledge into a nexus of knowledges 
that were predominantly merged beyond identification of individual 
components. According to Osmond and O’Connor (2004), social work 
practitioners’ reliance on a merged body of knowing could give the impression 
to outsiders that evidence-based knowledge was not being used:  
In the synthesizing, modification or reformulation of knowledge, the 
possibility emerges that knowledge titles become subsumed and 
silenced within the ‘new’ understanding. Thus a superficial 
consideration of this issue may evoke an assumption that particular 
knowledges are not being used in practice. Yet the recognition of 
                                                 
155 See Chapter 6 for these examples. 
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knowledge synthesis invites a more complex and deeper view with 
regard to the identification of knowledge in practice. When a knowledge 
has been modified or synthesised in some way, a formalized title may no 
longer exist. (p. 687)  
The merged nature of practitioner knowledge may have made it appear both 
insufficient and unscientific – workers were no longer able to separate out 
their knowledge into its original components, thereby meeting positivist 
demands for transparency (see Marlor, 2010). Thus the translation of 
knowledge to action was ironically one of the very processes that contributed 
to the discrediting of frontline knowledge and, consequently, subjugation by 
the discourses of hegemony. The outcome was often the shrinking of, or 
disruption to, older service users’ lives through such techniques as the time-
consuming burden of paperwork, prioritisation of risk management, and the 
injection of positivist technologies into the ordinariness of life (see Chapters 7 
and 8).    
Another of the vulnerabilities of locale knowledge was paradoxically 
embedded in one of the benefits provided to workers through its use – 
responsiveness. Locale knowledge was primarily constructed in response to 
events: support workers could not develop expertise specific to people and 
context, along with a rich body of collective knowing, without engagement in 
the day-to-day activities of support on a regular basis. As such, while some 
preparation could be made in advance of event and crisis (such as the 
gathering of data, individual planning, and the knowing of people, routines 
and context), the maturation of locale knowledge was dependent on 
engagement with real-life issues. Contributory forms of knowledge could, 
therefore, go only so far in preparing workers to deal with the specific 
challenges associated with changing need, complexity and crisis. Moreover, an 
overemphasis on responsiveness at the expense of forward planning may 
have distracted workers and services from paying sufficient attention to long-
term planning for older service users (see Chapter 6), and may have 
compromised the development of knowledge and strategies (such as scoping 
community-based resources and undertaking home modifications in response 
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to the diagnosis of degenerative health conditions) that could have enhanced 
ageing in place for these individuals.  
Thus while locale knowledge made positive contributions to the lives of 
people ageing with an intellectual disability, it was also invariably flawed and, 
in some instances, contributed to less-than-ideal outcomes for older service 
users. So for locale knowledge to be operated to greater benefit for older 
service users, its vulnerabilities require amelioration. Potential strategies for 
amelioration include the strengthening of professional education, changes to 
disability service systems, improvement of knowledge dissemination 
strategies, and the appropriate resourcing of services to older people with an 
intellectual disability. (See the section in this Chapter entitled Locale 
Knowledge and its Implications for Systems for a more detailed discussion 
about these implications).   
Personcentredness and the contribution of locale 
knowledge 
Despite the vulnerabilities of locale knowledge, its capacity for responsiveness 
enabled workers to continue addressing the myriad contingencies arising out 
of older people’s lives. Locale knowledge was, therefore, highly congruent 
with one of the key service provision priorities under the NDIS – 
personcentredness (AGPC, 2011b; integratedliving, 2013).  
The prioritisation of personcentred approaches within Australia’s NDIS has 
significant implications for how workers may be expected to operationalise 
knowledge during the delivery of services. Locale knowledge positioned 
workers well for engaging with older service users in personcentred ways. 
Because this knowledge was both easily adaptable and invested in people’s 
wellbeing, it enabled workers to personalise support to older service users 
much more readily than did distanced, generalist knowledge which had, in the 
main, been developed apart from engagement with real people, their daily 
lives, and ordinary living contexts. Moreover, generalist knowledges could not 
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simply be imported into a setting and applied: they had to be converted from 
their externally derived origins and rendered relevant to, and actionable in, 
the situation at hand (see Eraut, 1994). Locale knowledge acted as a conduit 
for the translation of these knowledges into the day-to-day activities of 
support, thus operationalising the knowledge of professionals such as doctors, 
specialists and speech therapists in ways that met the highly specific needs of 
the individuals being supported and maintained humanness within formalised 
systems. Thus, in contrast to the rigidity and artificiality of generalist 
knowledge, locale knowledge was optimally suited for use within 
personcentred practice, its dynamic and readily adaptable nature enabling 
workers to personalise support, and adjust to changing circumstances and 
intensifying ageing-related need.  
Locale knowledge was, in terms of its contribution to the lives of older people 
with an intellectual disability, a facilitatory mechanism that operated across 
both process and content for the enactment of personcentredness within a 
broader hegemony supported by generalist thinking. With the amelioration of 
locale knowledge’s vulnerabilities, locale knowledge is consequently well 
situated for use within the contemporary NDIS framework of individualised 
and client-centred services (NDIS, n.d.). It therefore warrants increasing 
attention within conceptualisations of support worker knowledge and the 
professional development of frontline practitioners who work within this 
system.  
Broad significance of the research 
Personcentredness may be a stated support priority within an NDIS; it is, 
however, a potentially fragile one. This study’s findings (notably Chapter 7) 
demonstrated that generalist discourse and the hegemonies that fostered it 
could contribute to the personalisation of support and/or constrain it. When 
knowledge became the tool of Gramsci’s (2000/1957, 2009/1971) hegemony 
or D. E. Smith’s (1987) ruling relations, it contributed to rigid knowledge 
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cultures that detracted from workers’ ability to shift knowledge into 
actionable forms, and then use them to address older service users’ most 
potent needs and aspirations.  
I argue that if older service users – and, indeed, human beings in general – are 
to be situated as the key priority within disability services in line with 
personcentred practice, then frontline knowledge needs to be suited to 
achieving this objective. As illustrated throughout Chapters 5, 6, 7 and 8, 
locale knowledge – constructed at the moment of practice within actual 
context and thickened through knowing people – was well positioned to 
support a focus on individual service users and deflect the impact of systems. 
Generalist knowledge, however, was less well positioned in this regard, and 
findings from this study raise a number of challenges to the insistence that 
generalist knowledges dominate the support landscape in disability services. 
Turning the tables: Problematising the hegemonic use of 
generalist discourse  
The challenge of the unique and the myth of causality 
One of the key challenges offered by locale knowledge to generalist 
knowledge lay at the crux of personcentred service delivery: workers’ need to 
respond to the individual and the unique. Synthesis and translation of various 
sources of knowledge into actionable form was often precipitated by workers’ 
drive to respond to the unique needs, preferences and circumstances of each 
older service user, and to adapt to distinctive and continually shifting 
environments and events. Every scenario of person-in-context represented an 
entirely unique case, with no single support strategy or combinations of 
strategies successful in every instance of practice.  
The existence of the unique case challenges the notion that static knowledge 
constructed apart from context can provide sufficient guidance in situations of 
diverse experience and circumstance.  
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Because the unique case falls outside the categories of existing theory 
and technique, the practitioner cannot treat it as an instrumental 
problem to be solved by applying one of the rules in her store of 
professional knowledge. The case is not “in the book.” If she is to deal 
with it competently, she must do so by a kind of improvisation, 
inventing and testing in the situation strategies of her own devising. 
(Schön, 1987, p. 5) 
As Schön (1987) argues, practice in the real world rarely resembles text-book 
scenarios, and practitioners must continually adapt knowledge in order to 
generate desired outcomes. The uniqueness of case – and all cases are unique 
– within constantly changing social care settings means that the application of 
universal knowledge is no more of a fail-safe approach to practice than 
Schön’s improvisation. Evidence-based practice and procedural knowledge 
may have contributed information to the store of worker knowledge but they 
were only as usable as they were relevant. It should, therefore, be no surprise 
when workers prioritise local ways of knowing when sanctioned, distanced 
and static knowledges prove to be a poor fit for the situation at hand. 
The prevalence of uniqueness and the need to respond to individuality in 
personcentred ways poses similar challenges to the positivist notion of 
causality presumed within generalist discourse. Because, when multiple 
external and internal forms of knowledge were merged by workers to create 
action, it was often difficult to determine which aspects of knowledge (or any 
other factor) contributed to the achievement of a support objective. Was 
outcome a result of evidence-based knowledge? A trusting relationship? 
Ingrained experience? Adequate staffing? Application of a positive behaviour 
support plan? ‘Good’ values? The acceptance of knowledge by an older service 
user?  
Success (or varying degrees thereof) was, therefore, likely to depend on an 
indistinct conglomeration of knowledge constructed prior to, during, and even 
after practice, in addition to a multitude of identifiable and unknowable 
factors influencing the situation. As demonstrated throughout this thesis, 
support to older people with an intellectual disability was a zone of multiple 
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confounding variables which impacted upon knowledge and practice, and I 
suggest that not even randomised controlled trials – the gold standard of 
empiricism (H. T. O. Davies, Nutley & Smith, 2000) – would have been able to 
screen out the influence of unmeasurable influences such as tacit knowing.  
The notion of causality is further critiqued by Pawson (2006) who, in his 
discussion about the role of evidence-based knowledge in the construction of 
social policy, challenges the proposition that the identification of conditions 
for program efficacy and the subsequent replication of those conditions in 
other locations will contribute to widespread success.  
Interventions are fragile creatures. Rarely, if ever, is the ‘same’ 
programme equally effective in all circumstances. The standard 
requirement of realist inquiry, therefore, is to take heed of context and 
in the case of social programmes this means unravelling the different 
layers of social reality that make up and surround them. (Pawson, 2006, 
p. 30) 
Pawson (2006) argues that program success in one setting is no guarantee of 
success for the “same” program in another, and instead supports Campbell’s 
(1984, cited in Pawson, 2006, p. 50) contention for a more realist synthesis of 
knowledge in the construction of social policy. “’Situation specific wisdom’” 
(p. 50) – or locale knowledge in this instance – must, therefore, be considered 
in the construction and delivery of social policy if that policy is to be relevant 
to the contexts in which it is implemented.  
Pawson (2006) thus identifies one of the fundamental weaknesses of 
generalist discourse – it cannot predict what it claims to predict because 
coping with the vagaries of everyday life requires locally-based 
responsiveness not top-down control. The presumption of causality with 
regard to generalist knowledge – whether at the level of local practice or 
application of social policy – needs, therefore, to be treated with scepticism, 
as it was by many of the workers in this study. 
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Wherefore art thou evidence-based knowledge? Constructing the practice-
based evidence of support 
Another of the challenges that this study makes to the generalist paradigm 
relates to the question: what constitutes evidence? Empiricists argue that 
evidence is derived purely from the transparent and controlled discovery of 
data and, as such, is readily available for corroboration or refutation by others 
(see Marlor, 2010). However, others like Maffesoli (1996) argue that the 
definition of evidence need not be so narrowly constrained, proposing that 
“there is in fact such a thing as day-to-day empirical ‘knowledge’” (p. 135).  
Throughout this study, support workers showed me that they were 
continually constructing their own body of evidence, both consciously 
(through processes like observation; accumulation of data and compilation of 
records; debating perspective; developing and trialling theory and 
hypotheses; drawing of conclusions; and revising and re-implementing 
approaches based on new input) and unconsciously (through their continual 
engagement in support and the accumulation of experience).156 Thus the 
collation of evidence was not solely situated with scientist-researcher other, 
but occurred as part of workers’ everyday practice. The evidence base of 
practice included, but was more than, external knowledge: it was derived 
through ongoing engagement in support, and stored – embodied – within the 
human instrument.  
Schön (1987) supports the concept of practice-based evidence, claiming that 
externally derived evidence may be useful but the actual evidence for a 
specific scenario or context is primarily constructed through the development 
of expertise. The existence of embodied and locally situated forms of 
evidence that encompass a deep and rich knowledge about people within 
their ordinary life contexts issues a challenge to those of us on the periphery 
to think critically about the relevance and worth of distanced forms of 
evidence-based knowledge that are developed apart from actual 
                                                 
156 See Chapter 8. 
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circumstances. I argue that knowledge learned through the embedding of 
oneself in relationship and hands-on acts of support represents a potent form 
of evidence that should be afforded greater credence within broader 
conceptualisations of support worker knowledge.  
The Titanic factor: Getting sunk by the submerged 
The more subtle, and less measurable and articulable elements of locale 
knowledge – such as tacit knowledge – also provided challenges to the 
introduction and implementation of generalist knowledge during support. As 
described in Chapter 6, workers’ deep-seated and inarticulable knowledges 
were often so potent as to strongly influence or even override the knowledges 
derived from sanctioned sources such as training and procedure. Thus, while 
educators may promote the conscious use of knowledge in human service 
practice (e.g. Wilson & Chui, 2006), it is unlikely that the introduction of 
imposed knowledge will noticeably override some of the more submerged 
drivers of knowledge, many of which are so deeply embodied as to remain 
impervious to conscious processes of management such as reflective practice.  
Similarly, unconscious processes played a potent role in the actual synthesis 
of knowledge. While several of the methods support workers used to bring 
knowledge together were conscious and articulable, many of them were not. 
Most obvious in this regard was the role of bodily learning. All of the 
practitioners in this study worked in a space of corporeality that required 
considerable physical and emotional engagement with older service users. 
Like Bonner and Lloyd (2011) – who found that nurses develop a form of 
embodied knowing that grows through practice and acts as a site for the 
synthesis of knowledge at the moment of care – support worker knowledge 
was similarly grown through practitioners’ actual engagement in the physical, 
emotional and psychological aspects of support. This knowledge was not 
articulable per se; it did, however, contribute substantively to workers’ tacit 
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knowledge banks157 and body of expertise. And conversely, as knowledge 
became familiar and was transformed into expertise, it became less conscious 
and accessible, not more so, an observation supported by Dreyfus and 
Dreyfus (1986), Fook et al. (2000), and Risku (2004). As I observed consistently 
throughout the research, the imposition of generalist knowledge was 
inevitably thwarted by more ingrained ways of knowing and of synthesising 
knowledge, thus challenging the practice imperative of standardisation. 
Standardisation and the reinstitutionalisation of people with a disability 
Despite the human barriers to standardised practice, promotion of this 
approach was strongly evident in the support to older service users. As 
illustrated through a number of vignettes about the Bolwarra and Red Gum 
services, control-by-rule risked stripping older service users of opportunities 
to live life as ordinary citizens, and marginalised the human ways of knowing 
that were crucial to responding to need and innovating practice. More 
disturbingly, standardisation heralded the subjugation of autonomy for older 
people with an intellectual disability. It challenged their right to reject 
knowledge that could turn their lives into science experiments and their 
homes into domains where rules were enforced by unknown other within a 
repertoire of what Nothdurfter and Lorenz (2010, section 9) refer to as “pre-
defined ‘people changing technologies’”.  
It may be, therefore, that the prioritisation of generalist knowledge not only 
underestimates the knowledge base of practitioners but has undermined the 
support to older service users, with Reinders (2010) contending that: 
“standardised care produces not only standardised professionals but also 
standardised clients” (p. 33). Further, standardisation rejects the assertion 
that “quality begins with a definition that is person centred” (Gardner, 1999, 
p. 22), and keeps people with an intellectual disability positioned as objects 
on which the forces of governance act via universalist discourse, despite 
                                                 
157 Kontos and Naglie (2009) argue that this form of tacit knowing is deeper than that 
proposed by Polanyi, and employ the theories of Merleau-Ponty and Bourdieu to discuss the 
embodiment of knowing. 
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contemporary catch-cries of personcentredness and self-directedness. It also 
echoes Gina’s insightful declaration to me that “institutionalisation is not 
bricks and mortar – it is a state of mind” (see Chapter 5), and reflects the 
possibility that standardisation is no less than institution deposited in 
community and dressed up in more acceptable rhetoric. 
Thus locale knowledge, a knowledge that allows for diversity and facilitates 
responsiveness, offers a shift in the current orientation towards standardising 
discourse. It highlights the oxymoron of promoting personcentredness within 
contexts where universalism is required, and identifies the on-going threat of 
institutionalisation for people ageing with an intellectual disability – not 
through Gina’s bricks and mortar, but via the people changing technologies of 
hegemony.  
Debating the value of locale knowledge  
Irrespective of the operational and philosophical challenges locale knowledge 
issues to generalist knowledge, this study was undertaken from the 
standpoint that knowledge used in the support to older people with an 
intellectual disability should ideally contribute to their wellbeing. This call to 
constructive outcome begs the question: What knowledge should be used in 
the support to older people with an intellectual disability? Osmond and 
O‘Connor (2006) propose that, in social work practice, “’best’ knowledge is 
considered to be that which is likely to produce positive outcomes for clients” 
(p. 14). Although Osmond and O’Connor state that this approach to best 
knowledge is usually attributed to the application of evidence-based 
knowledge, their definition suggests that client outcomes should weigh more 
heavily in frontline decision-making about which knowledge to use than rigid 
adherence to a specific body of knowing or the processes with which it is 
operationalised.  
Asserting positive outcomes as the support priority thus adds an ethical 
dimension to the use of knowledge. If some knowledges support wellbeing in 
older service users more effectively than others, should they not be prioritised? 
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And if evidence-based practice is less efficacious than a strategy of the support 
worker’s or team’s devising, surely practitioners are ethically obligated to 
employ the alternative? A highly adaptable, responsive and resourceful 
approach to knowledge with a clear and well-chosen objective that meets 
identified needs and honours human rights and dignity may be a more ethical 
knowledge than generalised forms of knowledge based on evidence derived 
from foreign contexts and no known efficacy in the current scenario. The use 
of best knowledge thus requires the ethical practitioner and support team to 
differentiate between valuable knowledge (that which contributes positively 
to older service users’ lives) and valued knowledge (that which is prioritised 
according to some other agenda158). And given workers’ proximity to older 
service users and their continuing investment in these individuals’ lives, they 
are often better situated to make ethical determinations about the worth and 
efficacy of interventions than those positioned on the outskirts of support. 
Locale knowledge may consequently be a more ethical knowledge choice for 
the support of older service users, and for this reason should be given serious 
consideration in evaluations of the worth of practitioner knowledge.  
I add, however, that reflecting upon local ways of knowing as ‘best 
knowledge’ in no way devalues the contributions that generalist knowledge 
made to the lives of older people with an intellectual disability. On the 
contrary, both Josh (Chapter 6) and Katie (Chapter 8) relied on workers to 
source the medical, allied health, and behavioural support knowledge they 
needed. They also benefited from service philosophy such as supporting self-
sufficiency and individuality (Josh’s autonomous lifestyle and Katie’s passion 
for life) and the construction of consistent practice (Josh with his eating needs 
and Katie for pain relief). Workers both valued and incorporated generalist 
knowledges into their broader locale knowledge where these knowledges 
honoured people’s dignity, supported wellbeing, and made practical 
                                                 
158 This positioning assumes that client wellbeing and outcomes are the primary 
considerations in determinations about what knowledge should be used during practice. I 
acknowledge, however, that other agendas may take precedence (such as those belonging to 
workers, family members, professionals and service administrators). Locale knowledge is, 
therefore, not inherently more ethical than any other form of knowledge.   
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contributions to support. Thus generalist knowledge was an important 
consideration in ethical determinations about which forms of knowing should 
inform support and, I argue, needs to remain so if older people with an 
intellectual disability are to have access to the care and support they require 
to maintain wellbeing as they age within community (see B. Smith, 1994). 
Problems arose, however, when generalist knowledge was presumed by 
personnel on the periphery of support to be superior to, and/or more 
adequate than, knowledge constructed out of familiarity with people and 
context, and was then positioned as the dominant knowledge priority in 
support.  
The challenge to hegemony: Making space for knowledge that works 
The points raised in this section of the chapter highlight the often 
counterproductive and unviable positioning of generalist knowledge in the 
support of older service users when it was imposed upon workers apart from 
the honouring of people and context, and apart from synthesis into the 
broader knowledge gestalt. The knowledge of doing was, in contrast, less 
invested in hierarchy than it was the uniqueness of people, the diversity of 
human experience, and the wholeness of knowing. It enabled workers to 
respond to the challenges they encountered by extracting what they needed 
from the most efficacious sources of knowledge and repositioning them as 
part of a robust and human knowledge of doing. Locale knowledge – which 
made potent, and inevitable, contributions to the support of older service 
users – thus represented an ethnographic critique of the hegemonic use of 
generalist knowledge in disability support.  
Locale knowledge enabled workers to contribute in the most tangible of ways 
to the lives of older people with an intellectual disability, supporting them to 
continue living ordinary lives for as long as possible159 within community, even 
without a comprehensive evidence-based knowledge base and adequate 
                                                 
159 The decision about what constitutes ‘as long as possible’ was ultimately made by more 
senior service personnel. 
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knowledge-related (and other) resources. The contributions made by this 
‘unscientific’ form of knowledge consequently challenges those of us external 
to the complexity of everyday practice to reconsider the worth of ordinary 
ways of knowing. Locale knowledge similarly points to the need for a cultural 
shift that revalues the human contributions to knowledge: the values that fuel 
commitment, advocacy and support beyond available resources; the practices 
of care that inform embodied knowing; the intuition that sparks scientific 
inquiry; and the relationships that contribute to tacit knowledge. It also 
questions the primacy of generalist knowledges in support, instead 
repositioning them as contributors to the locale knowledge of frontline 
operators not subjugators of it.  
Locale knowledge is, as such, representative of Nothdurfter’s and Lorenz’s 
(2010) call to democratic professionalism in social work. It is a positioning that 
puts debates about epistemological superiority to the side so that workers can 
instead “reach a knowledge base which informs good practice by accessing 
different sites of knowledge production and by negotiating between different 
sources of knowledge” (Nothdurfter & Lorenz, 2010, section 9). Because, for 
knowledge to work, it must be part of an egalitarian approach that sits apart 
from epistemological dichotomy and allows for the inclusion of inputs based 
on their tangible contributions to people’s lives.   
Locale knowledge thus represented a call to collaborate with members of the 
frontline workforce as equals in order to construct knowledge that 
encompasses the most relevant elements of contributory knowing. This shift 
requires those of us on the periphery to move away from viewing frontline 
practice and the knowledge that informs it as inherently problematic and 
deficient. It requires abandoning Taleb’s (2012) mindset of fragility – of 
seeking to control the unpredictability and untidiness that accompany living in 
the real world – to the construction of strategies that foster a professional 
ethic of trust and that strengthen the contributions of two of the disability 
sector’s most potent assets: support workers and their knowledge. 
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Yet, as discussed in Chapter 7, the employment of generalist knowledge 
within human services is not simply a matter of which knowledge is 
efficacious or even preferred by customers, but that which satisfies the 
demands of managerialism such as efficiency, accountability and value for 
money (Hafford-Letchfield, 2009). Managerialist hegemony is a potent shaper 
of the knowledge cultures and systems within contemporary human service 
organisations (see Nothdurfter & Lorenz, 2010), and is likely to remain so in 
an era of declining social funds and increased regulation of professional 
practice (Schön, 1987). 
Locale knowledge and its implications for systems 
As the systems contributing directly to the support of older service users had 
considerable impact on workers’ knowledge and their subsequent ability to 
respond to emergent ageing-related issues, their designers and administrators 
play key roles in managing the impact of hegemony on frontline knowledge 
cultures. This section of the chapter outlines some of the implications of 
locale knowledge for the design and implementation of macro-level 
interventions that may contribute to this objective and strengthen the use of 
knowledge in the support to older people with an intellectual disability more 
generally.160  
Education and professional development of support workers 
The existence of strong locale knowledges in frontline practice has important 
implications for the education and professional development of support 
workers. As outlined in Chapter 2, the current emphasis in the academic 
literature on the knowledge of workers who support people ageing with an 
intellectual disability is on knowledge as accumulated. Knowledge 
accumulation approaches to learning have been criticised within critical 
pedagogy (see Freire, 2004/1970; Hyslop-Margison & Dale, 2010), with Freire, 
                                                 
160 As specific recommendations for change would be unsupported by the findings presented 
in the thesis, these comments are presented for broad consideration only. 
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for example, condemning educators of his era for treating students as empty 
receptacles into which they could deposit knowledge. He described this 
approach to learning as a banking model of education, labelling it as 
oppressive, dehumanising and failing to create citizens with emancipatory 
potential.  
My experiences across all three services in the study support Freire’s 
(2004/1970) conclusions and those of Van Oorsouw, Embregts and Bosman 
(2013) who suggest that a knowledge accumulation orientation to educating 
support workers is unlikely to have a significant impact upon practice. 
Because, even though workers were involved in the accumulation of factual 
information, they were more strongly and consistently involved in the growth, 
adaptation, construction and implementation of a variety of knowledge 
sources within a broad and dynamic gestalt of knowing. This theme of active 
engagement reflected workers’ ordinary ways of working with knowledge, 
and suggests that supporting a knowledge facilitation approach to 
strengthening frontline knowledge may be a more relevant strategy for 
professional development than that of information accumulation. In which 
case, workplace education for these practitioners would involve strengthening 
their knowledge facilitation skills across a broad range of activities intrinsic to 
their everyday practice such as: 1) identifying, accessing, synthesising and 
translating potentially valuable knowledge content; 2) developing networks 
across key sources of knowledge; 3) fortifying processes of professional 
judgment and ethical decision-making regarding which knowledges to use and 
when; and 4) reflecting on the influence of personal and collective values 
during practice. Adoption of this approach to professional development would 
parallel practitioners’ usual processes of working with knowledge (and, as 
such, would have real-world relevance to the workers themselves), and may 
assist them to work more effectively and confidently in contexts where they 
are continually responding to never-before-encountered issues (as were often 
present in the support to ageing service users). 
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More broadly, a knowledge facilitation approach to professional development 
represents a shift from the current knowledge-as-owned paradigm. It 
acknowledges the impossibility of perfect or complete knowledge (thus 
accepting the inevitability of not-knowing), and instead focuses on 
strengthening capacity to work effectively with the increasingly huge volume 
and variety of knowledge on offer. It also recognises a broader cultural shift 
towards the establishment of knowledge networks as opposed to collecting 
information (Siemens, 2006). Siemens argues that knowledge accumulation is 
an increasingly outdated way of learning. He instead asserts that “knowledge 
has to be accessible at the point of need” (p. 43), and that staying current via 
strong knowledge networks “is more important than any individual content 
element” (p. 43). My experiences during this study support Siemen’s 
argument, and highlight a need to revision professional development for this 
group as a framework that both complements support workers’ ordinary ways 
of working, and strengthens the development of skills that enable the 
sourcing and reworking of knowledge into forms that are both relevant and 
actionable.  
Development, implementation and management of disability service 
provider systems 
My experiences within all three services in the study convinced me that the 
systems operated by disability service providers were capable of both 
facilitating and impeding the construction and implementation of worker 
knowledge. As identified in Chapter 5 and discussed in more detail in Chapter 
7, there were considerable differences between the two organisations 
involved in the study in this regard. For instance, workers within the Silky 
Myrtle service had considerably more autonomy and flexibility to create 
legitimate and innovative responses to problems and to influence formal 
knowledge systems than did the workers at Bolwarra and Red Gum. In 
contrast, the latter groups of workers experienced numerous, weighty and 
confidence-sapping barriers to the growth of a robust locale knowledge. One 
outcome of this situation was that workers from the Silky Myrtle service had a 
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strong sense of the importance of knowledge, and were committed to 
strengthening its efficacy through the proactive sourcing and construction of 
knowledge. Workers from Bolwarra and Red Gum were instead confined to 
working within strict constraints and, as such, felt compelled to operate 
blackmarket knowledges in order to circumvent limitation.  
Chapter 7 thus highlighted the importance of disability service providers 
establishing cultures and systems that strengthened rather than restricted 
workers’ capacity to use knowledge in innovative and responsive ways. 
Implications in this regard include the need to streamline and, where possible, 
minimise rigid and time-consuming bureaucratic systems on frontline practice 
so that workers can direct their knowledge-related activities into responding 
to older service users rather than servicing the requirements of system.161 
Findings from the study also indicated a need for the development of 
approaches and systems that facilitate the growth and maintenance of robust 
locale knowledges within services, such as providing support for knowledge 
facilitation activities;162 reviewing support frameworks and systems relative to 
the support of older service users;163 encouraging professionals and 
administrators to engage collegially with frontline practitioners; and 
developing cultures with greater tolerance for incomplete knowledge (not-
knowing) and the unpredictability of everyday life. The challenge is, therefore, 
for organisations to balance managerialist demands for organisational control 
with facilitating the decision-making power of practitioners and service users 
(Hafford-Letchfield, 2007, 2009) so that a robust locale knowledge can 
flourish, and organisational systems do not become, as Louisa commented, 
“an end in themselves” (see Chapter 7). 
  
                                                 
161 Wark (2010) similarly commented about the impact of quality processes on workers’ ability 
to address increasing support demands of people ageing with an intellectual disability. 
162 I note, for instance, the important contributions the senior practice advisor made to the 
locale knowledge of the Silky Myrtle team. 
163 See Chapter 6 for the discussion about the gaps in organisational knowledge.  
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Academic knowledge dissemination and translation 
As demonstrated in Chapter 2 of the thesis, the peer-reviewed literature on 
ageing for people with an intellectual disability is substantial. Its potential to 
contribute to the support of these citizens is, therefore, considerable. As 
mentioned in Chapter 6, however, I found that disability support workers had 
minimal access to this literature, and rarely reported using it during their 
support to older service users. Lack of access to research-based knowledge is 
somewhat unsurprising given that current academic dissemination activities 
are oriented towards the sharing of research findings via standard 
mechanisms of conference presentations and peer-reviewed publications, 
mechanisms which have been found to have little impact on practice (Nutley 
& Davies, 2000). Further, even if support workers did have straightforward 
access to the academic literature, Marlor (2010) and Mertens, Holmes and 
Harris (2009) report that research results are typically written in ways that are 
not easily understood by the majority culture, a factor which may impact 
upon practitioner perceptions of usefulness. The current study does, 
therefore, indicate a need for the development of models of dissemination 
and translation of academic research that facilitate streamlined access to 
research-based knowledge, and present that knowledge in forms that can be 
readily understood, evaluated for relevance, and then synthesised and 
applied during practice.  
A brief note on funding 
While funding in and of itself is not primarily a knowledge-related issue, 
resource shortages had a profound impact on knowledge construction and 
use by workers, on the knowledge cultures of the teams in which they 
worked, and on the workers and service users themselves (see Chapter 7). It 
was evident that where workers – like those at Bolwarra – were overwhelmed 
by the intensity of effort required to meet the increasing needs of older 
service users, knowledge-enhancement activities were assigned low or no 
priority. In contrast, the workers at Silky Myrtle – where the support-worker-
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to-service-user ratio was considerably higher and the pressures of support 
less intense – had greater opportunity to engage more consciously and 
strategically in the construction of knowledge. I argue that where funding 
levels are not commensurate with the increasing support needs of older 
service users, implementation of mechanisms intended to improve knowledge 
and practice may satisfy organisational requirements for accountability but 
are unlikely to add substantially to worker capacity. This point again highlights 
the need to resolve the disability sector-aged care funding impasse discussed 
in Chapter 2 of the thesis so that: 1) people ageing with an intellectual 
disability may be able to secure additional, ageing-related support without 
jeopardising their disability-based funding under an NDIS; and 2) the 
knowledge construction activities of frontline workers are not compromised 
as the support provided to older service users intensifies.   
In conclusion, the findings from this study have numerous implications for the 
systems involved in shaping the knowledge-related activities of disability 
support workers. They illustrate a need for systems that facilitate rather than 
impede the growth of autonomous, multi-faceted, innovative and dynamic 
forms of practitioner knowledge that can contribute to the support to older 
services users within a broader context of personcentred service delivery.  
Finally, with the disability support workforce poised to grow substantially as 
demand for services escalates under an NDIS (see Workforce Council, 2012, 
2013; Worthington, 2013) and expectations regarding the autonomy, 
knowledge and skills of disability support workers increase (see Iacono, 2010; 
National Disability Services, 2011; Workforce Council, 2012), it is an 
appropriate time to review the systems that can contribute to the 
strengthening of practitioner knowledge.  
Directions for future research 
Findings from this study indicate a number of possibilities for future research, 
several of which require broadening current conceptualisations of frontline 
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knowledge as necessarily generalist and insufficient, and viewing locale 
knowledge as contributory in its own right. From within these possibilities, I 
offer two broad directions.  
Firstly, a research agenda that focuses on the contributions of locale 
knowledge suggests a need to shift the strong problem-identification focus 
currently present in the literature on service provision to people ageing with 
an intellectual disability (see Chapter 2) to an approach which assists with 
constructing actionable knowledge for use by frontline practitioners. For 
instance, it was evident throughout the period of data collection that workers 
required, yet could not locate, information about how to support older service 
users, particularly in areas of considerable complexity. One of the notable 
areas was the communication of abstract and emotionally confronting 
concepts such as death, life-limiting illness, and end-of-life matters with older 
service users who had complex communication needs. While there are 
expectations within the academic literature that services should engage 
people with an intellectual disability in such discussion (e.g. Ryan et al., 2011; 
Todd, 2004; Wiese, Dew et al., 2012), I was unable to locate studies that 
offered practical approaches for undertaking this task efficaciously, and with 
care and dignity. Similarly, research could focus on developing a philosophical 
and broad-ranging support framework that not only clarifies ageing well for 
older people with an intellectual disability (see Wark, 2011), but that also 
addresses the tensions that exist in relation to supporting people ageing with 
an intellectual disability across two domains – disability and ageing – of 
support and care.164 In areas of support where a strong evidence-base and/or 
clear support framework is lacking, researchers could explore frontline locale 
knowledge to identify and articulate what workers know about managing 
these complex issues, and analyse the efficacy of these responses in line with 
legislated directives such as disability rights and a personcentred orientation.  
                                                 
164 This framework would also require an in-depth awareness of multiple potential 
contributors to disadvantage that went beyond the specific focus of this study, such as 
gender, poverty and ethnicity. 
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Additionally, the role and contributions of locale knowledge in practice may 
be appropriately explored within other human service contexts, particularly 
those settings where frontline knowledge is strongly influenced by the 
complexity and dilemma outlined throughout Chapter 7. In addition to 
exploring the nature of this knowledge and its perceived value within these 
settings, research could explore and explicate the key knowledge pathways, 
vehicles and strategies used by frontline practitioners across various 
contextual domains as they construct their own unique locale knowledges. A 
more sophisticated understanding about how locale knowledge is constructed 
within multiple contexts may support educators in strengthening the 
knowledge facilitation skills of frontline practitioners. 
In any event, future research agendas with regard to locale knowledge require 
collaborative, in-depth and participatory approaches that enable respectful 
exploration of this knowledge and acknowledgement of its contribution to 
outcomes for service users across sectors. 
Reflections on the research design 
Chapters 3 and 4 of the thesis outlined the key contributions of the research 
design to this study of knowledge. This section of Chapter 9 undertakes a 
critical reflection of some of the limitations of the research design, and 
discusses the worth and challenge of employing ethnography as the research 
methodology. 
Limitations  
There were a number of limitations present in the design of the current study. 
The first of these limitations relates to the nature of qualitative research. 
Qualitative research is widely recognised as having limited applicability to the 
broader population due to small sample sizes, and studies of this nature are 
typically low in dependability as a result of the interpretive nature of data 
collection and analysis (Babbie, 2010). Limitations about the broader 
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applicability of the results of this study are, however, offset to some degree 
by other features of this study such as: 1) the inclusion of detailed 
descriptions about a range of issues identified in the literature on ageing and 
intellectual disability (see Chapter 2 and the following section of this chapter), 
and which enable the reader to assess the transferability of findings to similar 
contexts (see Liamputtong, 2009; Walter, 2006a); and 2) the considerable 
attention paid to research rigour in the study (see Chapter 4). Both of these 
features contributed to the demonstration of other, validity-related aspects of 
qualitative research rigour such as transferability.  
Second, the study was exploratory in nature and – as stated in Chapter 1 – I 
have not commented specifically about the outcomes of knowledge used in 
the support to older service users. Issues about the efficacy of locale 
knowledge compared with other forms of knowledge thus remain largely 
unresolved. In response to this limitation, I note that Chapters 5, 6, 7 and 8 
provide multiple illustrations of the use of knowledge during support and the 
outcomes with which they were associated. Similarly, the first part of this 
chapter identifies some of the contributions and limitations of locale 
knowledge as they were featured throughout the thesis. These discussions 
reflect an everyday understanding of efficacy that sits apart from positivistic 
notions of causality and correlation, and portrays efficacy as operating within 
a sense of contribution and embedded in multiple reflections of 
empowerment, agency and constraint. It is an approach to efficacy that is not 
determined by statistical analysis but by those at the coalface of support who 
experience, first-hand, the impact of their actions on the lives of the people 
they serve.   
Finally, I note the limitations posed by the theoretical bricolage approach 
adopted for the study. Many of the important theoretical constructs 
employed in the thesis – for example, Foucault’s (1980) subjugated 
knowledge, Berger’s and Luckmann’s (1966) social construction of reality, and 
Freire’s (2004/1970) banking model of education – were touched on only 
briefly during discussions about the findings, an approach which could not do 
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justice to the considerable bodies of literature produced by these authors and 
those writers who have made substantial contributions to their legacies. 
Additionally, while these theories and models were woven into the broader 
conceptual tapestry of locale knowledge, they were not always compatible 
with each other. I note, for instance, my inclusion of the knowledge 
frameworks of Drury-Hudson (1997) which identified the contribution of 
procedural knowledge to practice, and D. E. Smith’s (1987) critique of these 
mechanisms via the institutional ethnographic framework. 
There was, however, an additional benefit that theoretical bricolage brought 
to the study: that of congruence. Even as I was studying workers who were 
extracting knowledge from multiple sources in order to reflect and respond to 
the real-life contingencies encountered during support, I realised that we 
were engaged in the very same practices of knowledge construction.  
not long into my study I came to the rather disconcerting epiphany that I 
was engaging in the very process I sought to study in others. I was 
exploring workers’ efforts to construct knowledge while simultaneously 
constructing knowledge myself. The parallel nature of our tasks was at 
first enlightening and then uncomfortable; it was as though a mirror had 
been thrust into my hand. As I was learning about how others ‘know’, I 
was also being confronted with how I know, thus there was no learning 
about participants without learning about self (see Devereux, 1967). 
(Excerpt from researcher reflections) 
My attempts to extract the pertinent to reflect the actual meant that support 
workers’ and my processes for constructing knowledge were mirroring each 
other. Workers did not have the knowledge base of medical professionals and 
I was not an expert in post-structural constructivism. Yet we both knew how 
to extract what we needed in order to reflect our experiences of the worlds in 
which we were engaged. Thus, while there was some loss to the depth of 
analysis provided through theoretical bricolage (although I note that this 
approach contributed to the construction of a more contextualised theoretical 
stance, that of locale knowledge), I believed that running my processes 
alongside those of workers strengthened the integrity of the ethnographic 
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venture, with the construction of knowledge by both participants and 
researcher operating in coherent parallel.  
In conclusion, while the design of the research resulted in several challenges 
related to transferability, scope and use of theory, these challenges were 
offset to varying degrees by other contributory features of the study. 
The worth and challenge of the ethnographic voyage  
As emphasised throughout this thesis, this inquiry into frontline knowledge 
was naturalistic in orientation. Employing in-depth methodology enabled me 
to go beyond positivist conceptualisations of knowledge and to explore 
practitioner knowledge via real-life immersion into the actual experience of 
support. The ethnographic venture consequently brought me face-to-face 
with many of the experiences I had read about in the literature on ageing for 
people with an intellectual disability, and facilitated my entry into the 
complexities of support as they existed in real life.  
For instance, my experiences confirmed many of the barriers encountered by 
services as they aimed to support older people with an intellectual disability 
to age in place. I heard workers talk about the lack of accessible and usable 
resources, knowledge and training. I watched workers running from one 
service user to another in order to make up for insufficient staffing. I observed 
how the medical needs of older service users required higher levels of 
involvement from both workers and health professionals. I saw how the 
design of homes created numerous constraints for support. And I 
experienced, albeit vicariously, the physical and emotional impact on 
housemates and workers alike as they tried to adapt to the increasing and 
intensifying needs of some of the older service users in the services. Thus the 
ethnographic nature of the study enabled me to construct an understanding 
of context that supported the findings previously outlined in the literature on 
ageing and intellectual disability (see Chapter 2), and also contributed to the 
overall rigour of the study. 
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Exploring knowledge while immersed in the day-to-day was, however, laden 
with complexity. As Dalitz (2005) suggests, the employment of ethnography to 
explore “knowledge-in-action” (p. 5) is an ambitious undertaking. 
Conceptualising knowledge using the ethnographic approach was inordinately 
broad in scope and required many months of arduous analysis, 
conversationing, mapping and writing to distil my understanding into the 
construct I refer to as locale knowledge. And, as discussed in Chapter 4, 
enacting participant observation became a mini-voyage all of its own, with 
constant attention needing to be paid to adapting strategy, honouring ethical 
guidelines, and strengthening relationships.  
Most of all, I discovered that doing ethnography is not for the faint-hearted. It 
required a profound investment of self beyond anything I could have 
anticipated, and demanded the dismantling of ego and the owning of 
emptiness in order to become Behar’s (1996) vulnerable observer.   
Loss, mourning, the longing for memory, the desire to enter into the 
world around you and having no idea how to do it, the fear of observing 
too coldly or too distractedly or too raggedly, the rage of cowardice, the 
insight that is always arriving late, as defiant hindsight, a sense of the 
utter uselessness of writing anything and yet the burning desire to write 
something, are the stopping places along the way. At the end of the 
voyage, if you are lucky, you catch a glimpse of a lighthouse, and you are 
grateful. (Behar, 1996, p. 3) 
I eventually realised that the potency of ethnography lay not only in its ability 
to open up the world of other, but in the dismantling of the researcher’s own 
deeply held schemas via her own experience of that world so that the fresh 
perspective could flourish. There could be no emic-etic perspective apart from 
the confrontation of established ways of knowing. And it was through this 
process that I was able to shift my own conceptualisations of effectual 
knowledge as best embedded in empiricism and quality management, and to 
see the knowledge of support through Anthea’s eyes: “It’s not just a thing. It’s 
a functional, dynamic, organic, living thing,” she told me. Valuable knowing in 
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the space of the everyday was, Anthea and her colleagues taught me, 
infinitely more than that which could be accumulated and measured.   
Understanding knowledge in any other way than as an ocean in which 
one swims – a fluid, perplexing, never-ending universe of knowing and 
unknowing – seemed, by the end of my study, a purely intellectual 
exercise. While we might believe knowledge is ours to manipulate and 
control, we are constantly reminded by the seemingly infinite and 
ungatherable mass that surrounds us, that knowledge is not mine nor 
yours, nor is it immune to the forces of tide and storm, but is remoulded 
by circumstance, constantly shifting, being shaped and shaping. So, far 
from being a resource we master and direct at our will, knowledge has 
existence beyond fathoming, cohabitating symbiotically with its 
biological sponsor. It is through its perpetual conscious and oblivious 
synthesis that action is born and everyday life made possible. (Excerpt 
from researcher reflections) 
Ethnography was consequently an enormously valuable way of studying 
knowledge as action. By sailing side-by-side with workers, I gained insight into 
the lived experience of knowledge, which was one that transcended empirical 
definitions of knowledge and was actioned in the space of the everyday. 
Ethnography was, however, a methodological tool requiring enormous 
investment of the self. The dividends were – thankfully – the construction of 
an understanding of practitioner knowledge that I am confident reflects the 
responsiveness, heart and intelligence of three teams of workers deeply 
committed to the people they served. 
Concluding the knowledge of doing 
Today it is almost heresy to suggest that scientific knowledge is not the 
sum of all knowledge. But a little reflection will show that there is 
beyond question a body of very important but unorganized knowledge 
which cannot possibly be called scientific in the sense of knowledge of 
general rules: the knowledge of the particular circumstances of time and 
place. It is with respect to this that practically every individual has some 
advantage over all others in that he possesses unique information of 
which beneficial use might be made, but of which use can be made only 
if the decisions pending on it are left to him or are made with his active 
cooperation. (Hayek, 2005/1945, p. 5)  
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Locale knowledge was the knowledge of ordinary people working in 
extraordinary circumstances who stood by vulnerable other as they wrestled 
to bridge the gap between what was and what ‘should be’. It was a form of 
knowledge that enabled communities of support workers to function in the 
real, dilemma-filled, disordered and, conversely, constrained world of support 
to older people with an intellectual disability. Constructed in situ from 
accessible sources of knowing and advanced through workers’ own 
production of contextualised evidence, locale knowledge was also a 
knowledge operated in pursuit of objective from a platform of relationality 
and the drive to responsiveness. It was this quality of responsiveness – of 
adaptation to the unique, discernment of need from within complexity, and 
the sourcing and constructing of knowing to meet demand – that 
strengthened the capacity of disability services to continue supporting older 
service users amidst the complexity of everyday, ordinary living within 
controlling hegemony and in the face of crisis.  
As workers invested themselves in the vocation of responsiveness, they 
became critical consumers of knowing, explicitly and intuitively subjecting 
claims of truth to the ultimate criterion: Will this knowledge work right here, 
right now, with this person? In doing so, workers transcended the veneration 
of universal laws – knowledge that could supposedly save one from having to 
agonise over decisions, take chances, and make mistakes – and positioned 
themselves within an epistemology of knowing embedded in practice. As 
Mannheim (1936) argues: 
It may well be that our intellectualism will repeatedly stimulate in us the 
longing for a point of view beyond time and history – for a 
“consciousness as such” out of which there arise insights independent 
of particular perspectives, and capable of formulation into general laws 
which are eternally valid. But this objective cannot be attained without 
doing violence to the subject-matter. If we seek a science of that which 
is in process of becoming, of practice and for practice, we can realize it 
only by discovering a new framework in which this kind of knowledge 
can find adequate expression. (pp. 152-153) 
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The locale knowledge of disability support workers represented a return to 
the humanness long abandoned by distanced knowing. It was a form of 
knowing that encompassed personal investment, embodied responsiveness, 
and caring heart in the face of standardisation by system. Because where 
paper and system could not bend to the unique blend of older service users’ 
experiences, communication styles, medical needs, relational preferences, 
behaviours, personalities and passions, disability support workers could. And 
did. They could move into the worlds of those they supported, listen with 
their bodies and not just their ears, respond without reservation and keep 
responding, and shift even further into the lives of older service users as they 
slowed down, forgot how to walk, became demented, and faced death. As 
operators of their own unique locale knowledge, it seemed to me that 
workers were the ones who, through their investment in doing, compensated 
for the deficits of the broader knowledge systems which had oppressed the 
very people they were supposed to serve.  
And in an age where credentials are trumpeted and the messiness of everyday 
knowing diminished, this was the knowledge that counted: because for older 
people with an intellectual disability, it was the contextualised, invested and 
actioned knowledge of workers that safeguarded ordinary life and made 
possible the good death.  
The final farewell 
 
There were four of us sitting around the table that night when Philippa 
noticed Josh struggle up from the sofa. He was finally ready to go to 
bed. Philippa got up from her chair and hurried over to the lounge 
room. Slowly she helped him up, and supporting his forearm on one 
side, walked him tentatively towards the hallway. A cheerful chorus rang 
out from the table: “Good night Josh!”  
He turned his head slightly and tried to lift his free hand to wave. The 
gesture was barely noticeable. Despite his sunken, tired body and an 
arm that could barely move, Josh’s face was illuminated with a smile. 
Surely this was the moment we had all been waiting for – the urge to 
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connect had beaten the Parkinson’s and the real Josh had shone 
through one last time.  
In the face of rules, of engulfing frailty, of stairs and obstacles, of governments 
that didn’t notice, and of impending death, Josh’s support worker was there, 
discerning need, responding at a moment’s notice, offering a strong arm, 
holding him steady as his legs tried to collapse, giving encouragement, and 
letting him know he mattered. It was during this, my last goodbye to Josh 
before he died, that I saw the knowledge of doing stand out in domicile: the 
worth of merging the tacit and the explicit right here, right now was revealed 
in the doing of humanity, of making frailty worth enduring, and the end of life 
a comforted adventure.  
Because there was no more useful knowledge to Josh than the knowledge of 
doing. 
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Appendix A 
Numbers of Australians aged 55 and over with an intellectual 
disability 
The ABS (2009) recently estimated the percentage of people who reported 
intellectual or developmental disability as their main disabling condition, and 
who were aged 55 and over, at 0.2 per cent of the Australian population. This 
percentage is an increase on the 0.13 per cent used by Wen (1997) and Bigby 
(2004), whose 2010 population estimates for this cohort are located in 
Chapter 1 of the thesis.  
Using ABS (2009, 2012a) data from the Survey of Disability, Ageing and Carers, 
I used the 0.2 per cent figure to calculate the number of Australians aged 
between 55 and 84 in 2009 whose main disabling condition was reported to 
be intellectual or developmental disability. This figure is 9987.165 It can, 
therefore, reasonably be estimated that the 2009 population of people with 
intellectual or developmental disability living in Australia aged 55 and over 
was approximately 10,000.  
Actual figures for this group may vary due to a range of factors. The ABS 
figures do not include people with intellectual disability who reported other 
health conditions as their main disabling condition (AIHW, 2008). These 
figures may, therefore, exclude significant numbers of people with an 
intellectual disability aged 55 and over who are affected by other conditions 
such as dementia and cancer. I also note that variances in survey methods and 
methods of calculation, and differing interpretations of what constitutes 
intellectual or developmental disability, may also affect the figures reported 
by the ABS. 
 
                                                          
165 This figure should be considered an approximation only due to rounding of the original ABS 
figures presented in the data tables. 
395 
 
Appendix B 
Criteria for Inclusion of Accommodation and Support Services in 
the Study 
The construction of a tool to determine ageing 
The inclusion of an accommodation and support service in the study required 
that there be at least one older person with an intellectual disability currently 
living at the home and receiving support from the disability support workers 
employed there. While intellectual disability was presumed (most service 
users were eligible for government funding on the basis of their intellectual 
impairment), ageing was not (funding was not being provided for the support 
of ageing-related need). I therefore needed a tool to be able to determine 
whether or not the service met the core criterion for inclusion in the study. 
This tool is found at Table B1. 
Criteria in Table B1 were constructed from: 1) my broad reading of the 
literature on ageing and intellectual disability; 2) initial discussions with 
representatives from the service providers involved in the study; and 3) my 
own professional and personal experiences working and engaging with older 
people with an intellectual disability. The criteria outlined in Table B1 are 
congruent with Balcombe’s and Sinclair’s (2001) three components of ageing: 
chronological age; biological age; and sociological age. They are also congruent 
with the constructionist framework for the study in that they acknowledge: 1) 
existing societal constructions of ageing such as chronological age, the aged 
pension eligibility benchmark, or eligibility for aged care funding (see Fyffe et 
al., 2006); and 2) individual and collective perceptions about whether or not a 
person is ageing. For the purposes of this study, a service user with an 
intellectual disability was considered to be ‘older’ or ‘ageing’ if he or she met 
one or more of the criteria outlined in Table B1 of this appendix. 
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Additionally, in keeping with the social constructionist epistemology for the 
research, a responsive approach to conceptualising ageing for people with an 
intellectual disability was adopted. Establishing concrete or non-negotiable 
benchmarks may have prematurely shut down conversations about how the 
ageing of service users was perceived and experienced by support workers. As 
such, the criteria outlined in Table B1 were open to revision during field work. 
I note, however, that these criteria remained stable throughout the study.   
Table B1 was then used during discussions with service managers to 
determine how many of the criteria were met in relation to each of the 
services discussed. Table B1 also shows the results for the three services 
eventually included in the study: Bolwarra, Red Gum and Silky Myrtle. 
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 Table B1 
Criteria for Determining if a Service was Supporting an Older Person with an 
Intellectual Disability  
Criterion Questions  Services meeting 
this criteria 
Chronological 
age 
Is at least one service user at the 
accommodation service aged 50 or 
above?  
Bolwarra 
Red Gum 
Silky Myrtle 
Support 
worker 
perceptions 
Is at least one service user 
considered by some within the 
support team to be ageing? 
Bolwarra 
Red Gum 
Silky Myrtle 
Intensity of 
support needs 
 
Is there a service user whose 
support needs are considered by the 
support team to be changing in such 
a way as to have a substantial 
impact on the person, other 
residents, and/or the capacity of the 
support team to meet the needs of 
service users? 
Bolwarra 
Red Gum 
Silky Myrtle 
Conditions 
contributing 
to early onset 
of ageing 
Is there at least one service user 
with a condition that is thought to 
contribute to premature ageing (for 
instance, a person with Down 
syndrome who aged under 50 and 
has a diagnosis of dementia)?  
Bolwarra 
Red Gum 
Silky Myrtle 
Ageing well Is there at least one service user at 
the accommodation service who is 
considered by the support team or 
Bolwarra 
Red Gum 
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Criterion Questions  Services meeting 
this criteria 
the general community to be ageing 
with minimal indications of age-
related illness or decline?  
Self-reports of 
ageing 
Has at least one service user in the 
accommodation service expressed 
that he/she is ageing, or that he/she 
wishes to undertake activities that 
are typically associated with ageing 
(such as retirement)?  
Bolwarra 
Red Gum 
Societal 
constructions 
of ageing 
Is there at least one service user 
whom the general community may 
consider to be ageing (for example, 
is over the age of 65, accesses the 
aged pension or ageing services, or 
has retired)?  
Bolwarra 
Red Gum 
Community 
reports 
Has at least one party external to 
the accommodation service (for 
example, a service user family 
member, community member, 
representative of another service 
provider) raised concerns about ‘the 
ageing’ of a service user? 
Bolwarra 
Red Gum 
Organisational 
response 
Has the organisation responded to 
issues associated with ageing at the 
accommodation service (for 
example, made modifications to the 
home to facilitate mobility, 
Bolwarra 
Red Gum 
Silky Myrtle 
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Criterion Questions  Services meeting 
this criteria 
increased support hours)? 
Professional 
assessment 
Has at least one service user at the 
accommodation service undergone 
an ageing-related assessment (for 
example, ACAT assessment or a 
specialist geriatric assessment)? On 
the basis of the assessment, is the 
service user considered to be:          
1) eligible for aged services and/or 
2) experiencing conditions typically 
associated with ageing?  
Bolwarra 
Red Gum 
Silky Myrtle 
 
A brief note on the use of chronological age as a determinant of ageing 
One of the axiomatic criteria in the determination of ageing is that of 
chronological age. Researchers have sought to establish a chronological age at 
which a person with an intellectual disability may be considered ‘old’ for the 
purpose of conducting research. Bigby (2004) reports that the research 
community typically uses the age of 55 years as this benchmark, although 
more recent literature suggests that researcher determinations with respect 
to chronological ageing are variable (Innes et al., 2012).  
Bigby (2004) also reports that there are a number of challenges to establishing 
a chronological-age benchmark with regard to ageing. Two of these challenges 
are of particular relevance to this study. Firstly, as the ageing process is 
unique for each individual, some individuals may show signs of age-related 
change in their forties while others may continue to maintain their current 
lifestyles with few changes into their seventies. Using a pre-determined age 
may not, therefore, accurately represent the experience of ageing for an 
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individual (see also Wark, 2010). Secondly, responding to people with an 
intellectual disability on the basis of preconceived ideas about what it means 
to be aged may exacerbate existing disadvantage, and may interfere with the 
experience of other life stages such as middle age. As such, the labels ‘aged’ 
or ‘ageing’ cannot or should not be uncritically assigned to people with an 
intellectual disability simply because they have reached a particular 
chronological milestone.  
Chronological age was not, therefore, the primary consideration for 
determining ageing in this study. A benchmark, however, was still required in 
order to identify locations for possible inclusion and an unenforced, lower age 
of 50 was adopted. The lower age was selected for one primary reason: a 
significant proportion of the individuals supported by one of the disability 
service providers facilitating access to participants for the study have Down 
syndrome. Research indicates that people with Down syndrome are more 
likely than their peers without Down syndrome to encounter ageing-related 
issues at younger ages (e.g. M. McCarthy, 2002; Torr et al., 2010). It was, 
therefore, likely that I would encounter service users much younger than 55 
years who had already begun to demonstrate age-associated changes. 
In conclusion, determinations of ageing at a particular service were made 
based on how closely individual service users reflected the criteria outlined in 
Table B1. As two of the services (Bolwarra and Red Gum) met all of the criteria 
and one service (Silky Myrtle) met six of them, I determined that ageing was 
apparent at all three services.  
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Appendix C 
Participant Information and Consent Form  
 
PARTICIPANT INFORMATION FOR 
QUT RESEARCH PROJECT 
In pursuit of knowledge:  
Exploring how disability support workers use knowledge in the 
support of older people with an intellectual disability living in 
group homes  
QUT Ethics Approval Number 1100001068 
RESEARCH TEAM 
Social Work and Human Services – Faculty of Health – QUT 
Principal researcher: Adrienne McGhee (PhD student) 
Associate researchers: <Principal supervisor at the time> and Ms Jennifer Mays, Lecturer 
 
DESCRIPTION 
My name is Adrienne McGhee. I am undertaking this project as part of my PhD studies at 
QUT. 
My area of interest is how disability support workers respond to the needs of people with an 
intellectual disability who are ageing. This research is specifically about what support workers 
know (that is, what knowledge or ‘ways of knowing’ you have) about supporting older people 
with an intellectual disability who live in supported accommodation. This research starts off 
by assuming that there are many knowledges, or ‘ways of knowing’ in the supported 
accommodation environment. They may include your life experiences, and personal attitudes 
and values; organisational policy and procedure; service user views; and knowledge you learn 
through training. These and other knowledges may influence how you work with people.  
I want to discover the types of knowledge that are available to you as you go about 
supporting older service users. I am also interested in finding out how you use what you 
know, and the ways of knowing that are most important and useful to you when you are 
supporting the people you work with. I will also look at the factors that assist you with using 
your knowledge effectively, and the factors that work against you.  
The research team requests your assistance because very little is known about how people 
with an intellectual disability living in supported accommodation are being supported as they 
grow older. As the number of people with intellectual disability living into old age is 
increasing, it is important to understand how disability services are meeting their needs, and 
what resources (in this case, knowledge) are needed by support workers to help them age 
successfully. 
 
PARTICIPATION 
Your participation in this project is entirely voluntary. If you agree to become involved, you 
can withdraw from the project at any time. There will be no repercussions for you if you 
choose to pull out. Any information I have collected that might identify you will be destroyed. 
Whatever you decide about participating, it will not impact upon your current or future 
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relationship with QUT or with <service provider> in any way. 
Before you choose to participate in the research, it is important to understand what the 
research will mean for you.  
I will be using two methods to collect information. They are called participant observation and 
in-depth interviews.  
Participant observation will involve the following. 
 I will spend time with you as you go about your usual support work. My aim will be 
to learn from you without attempting to change or interfere with any part of your 
practice. Participant observation will be non-evaluative, that is, I will not be making 
any judgments about your work.  
 When it is convenient for you, I may ask to talk with you about your work, and what 
is influencing how you do your work. 
 Participant observation may take place in the home or at other locations visited by 
service users.  
 I will spend up to 10 hours per week with support workers who have agreed to 
participate in the study. It is therefore likely that, in any one month, I will spend only 
a few hours on a shift with each participant.  
 I would like to take notes while I am present on your shift. If you agree, you may ask 
to see any notes that relate to you specifically. 
 I will contact you prior to undertaking all periods of participant observation. 
 I anticipate that participant observation will occur over the period of one year. 
In-depth interviews will involve the following.  
 Interviews will be like informal, private conversations. I will also ask you some 
questions during the interviews. 
 I will invite you to talk with me in greater depth about what you know about 
supporting older people with an intellectual disability, the ‘ways of knowing’ that are 
available to you when you work, how you decide which knowledges are the most 
important, how you use them in your work, what knowledges you would like to have 
to do your work, and what factors help or hinder knowledge use in the support 
setting.   
 Interviews will also provide you with opportunities to comment on my 
understanding and interpretations of the information I have collected from you.  
 In-depth interviews will be held at locations away from the service users’ home. They 
will take place at locations that we decide on together.  
 We will jointly decide on the length of the interviews, where they will be held, and 
the number of interviews we will have. (I would like to hold a minimum of two 
interviews with you.) 
 I would like to audio-record interviews. However, I will only do so if you agree. 
In summary, you can expect that I will work with you in a spirit of openness, collaboration and 
negotiation. I will talk with you about what I am doing, decisions about research activities that 
impact on you will be made together, and I will work closely with you to ensure that 
participation in the study does not place too many demands on you personally. 
 
EXPECTED BENEFITS 
It is expected that this project may have some direct benefits for you. The research will 
provide you with opportunities to discuss your experiences supporting older people with an 
intellectual disability, and talk about your knowledge and expertise with someone who 
understands and appreciates the support worker role. You may also gain some satisfaction 
from knowing you have contributed useful information to the professional education and 
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disability communities through your participation. 
Also, if you choose to participate, you will be reimbursed for any out-of-pocket expenses you 
may incur when you travel to locations where interviews are held. 
 
RISKS 
There are no risks beyond normal day-to-day living associated with your participation in this 
project. It is possible, however, that you may experience some discomfort with some aspects 
of the research. For instance, you may become uncomfortable with having a researcher 
present in your usual work environment. If you do experience discomfort and would like to 
talk to a professional about it, QUT provides for limited free counselling for research 
participants of QUT projects who may experience discomfort or distress as a result of their 
participation in research.  If you would like to access this service at any point during the 
research, please contact the Clinic Receptionist of the QUT Psychology Clinic on 3138 0999.  
Please indicate to the receptionist that you are a research participant. 
 
PRIVACY AND CONFIDENTIALITY 
All comments and responses from participants will be treated confidentially and will be made 
anonymous when the collection of information from participants has ceased. Only the 
research team will be told who is participating.  
All information collected during the study will be kept in locked facilities during and after the 
study, and only the research team will have access to this material. Information used in the 
final thesis, articles and papers produced from the study will be de-identified, that is, any 
identifying characteristics will be removed so that you cannot be recognised. Information 
collected from the study will be destroyed approximately five years after publication of the 
results of the study. 
The project may involve the audio recording of interviews. You may still participate in the 
project if you do not agree to having interviews audio recorded.  If you do agree to the audio 
recording of interviews: 
 you will have the opportunity to read and check interview transcripts 
 information from the audio recordings will not be used without your agreement 
 the audio recording will be kept in locked facilities for at least five years after the 
research is completed, and will then be destroyed  
 the audio recording will not be used for any other purpose than for the current 
research project, and 
 I will be the only individual who has access to the recording. 
If you do not agree to having interviews audio recorded, you will be provided with 
opportunities to read and check the notes I have taken during interviews. 
It is important to note that you can increase the level of privacy and confidentiality of the 
information you provide me by not discussing what you tell me with others. 
Only in the most exceptional circumstances (such as illegal behaviour resulting in risk of harm 
to others) will I be obliged to discuss what I have observed with others outside the research 
team. If this occurs, I will tell you what I plan to do beforehand. 
 
CONSENT TO PARTICIPATE 
If you decide to become involved with the project, we would like you to sign a written 
consent form (see final page of this information pack) to confirm your agreement to 
participate. 
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QUESTIONS / FURTHER INFORMATION ABOUT THE PROJECT 
If have any questions or would like more information before you make a decision, please 
contact one of the research team members below. 
Adrienne McGhee, PhD student (Social Work and Human Services – Faculty of 
Health – QUT) 
Phone:  0449 583 773  Email: a.mcghee@student.qut.edu.au  
 OR 
Ms Jennifer Mays, Lecturer (Social Work and Human Services – Faculty of 
Health – QUT) 
Phone:  (07) 3138 4612   Email: j.mays@qut.edu.au  
  
CONCERNS / COMPLAINTS REGARDING THE CONDUCT OF THE PROJECT 
QUT is committed to research integrity and the ethical conduct of research projects.  
However, if you do have any concerns or complaints about the ethical conduct of the project 
you may contact the QUT Research Ethics Unit on 3138 5123 or email 
ethicscontact@qut.edu.au. The QUT Research Ethics Unit is not connected with the research 
project and can help resolve your concern in an impartial manner. 
 
Thank you for helping with this research project. 
Please keep this sheet for your information. 
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CONSENT FORM FOR QUT 
RESEARCH PROJECT 
In pursuit of knowledge:  
Exploring how disability support workers use knowledge in the 
support of older people with an intellectual disability living in 
group homes  
QUT Ethics Approval Number 1100001068 
RESEARCH TEAM CONTACTS 
Social Work and Human Services – Faculty of Health – QUT 
Adrienne McGhee, PhD student  
Phone:  0449 583 773  Email: a.mcghee@student.qut.edu.au  
 
Ms Jennifer Mays, Lecturer 
Phone:  (07) 3138 4612  Email: j.mays@qut.edu.au  
STATEMENT OF CONSENT 
By signing below, you are indicating that you: 
 Have read and understood the information document regarding this project. 
 Have had any questions answered to your satisfaction. 
 Understand that if you have any additional questions you can contact the research 
team. 
 Understand that you are free to withdraw at any time, without comment or penalty. 
 Understand that you can contact the Research Ethics Unit on 3138 5123 or email 
ethicscontact@qut.edu.au if you have concerns about the ethical conduct of the 
project. 
 Understand that the project may include audio recording (see section below). 
Please tick the relevant box: 
 I agree for interviews or informal discussions to be audio recorded 
 I do not agree for interviews or informal discussions to be audio 
recorded 
 Agree to participate in the project. 
  
Name ……………………………………………………………………………………………………… 
Signature ……………………………………………………………………………………………………… 
Date ……………………………………………………………………………………………………… 
Preferred 
contact details 
……………………………………………………………………………………………………… 
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You may scan this sheet and email it to a.mcghee@student.qut.edu.au OR post it to: 
Adrienne McGhee (student), Queensland University of Technology, O Block B wing (Room 
B612), Kelvin Grove campus, Victoria Park Road, KELVIN GROVE   QLD   4059 
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Appendix D 
Background Characteristics of Coaches 
The following table outlines some aspects of coach backgrounds which 
contributed to the knowledge base they brought to their work. (All questions 
were optional; however, all coaches chose to answer them.) 
Table D1 
Background Characteristics of Coaches  
Background characteristics of coaches 
Age  At the time of initial private conversations, coaches were aged 
between 30 and 57 years. The median age of coaches was 49 
years. 
Gender Eight coaches were women; one coach was a man. 
Cultural 
identity 
Eight coaches considered their cultural identity to be 
Australian. One coach identified as Non-Australian. English was 
a second language for three coaches. Families of origin for 
three coaches were located overseas. 
Family Seven coaches were parents. Two coaches had not been 
parents. One coach identified herself as being a second-
generation disability support worker. One coach identified as 
having a person with a disability in her immediate family. 
408 
 
Background characteristics of coaches 
Education Eight coaches had either RPLed,166 achieved or were working 
towards the attainment of a minimum certificate-level VET 
qualification in community or disability services. Five coaches 
had some university-level education: one coach had partially 
completed an undergraduate degree before withdrawing; two 
coaches were in the process of completing an undergraduate 
degree; and two coaches had one or more undergraduate 
degrees and had completed (or were currently completing) a 
postgraduate qualification. Completed degrees were in the 
areas of social sciences, behavioural sciences, teaching, and 
nursing. 
General 
work 
experience 
Work experience prior to current work as a disability support 
worker included: community services (frontline support); 
business or community sector management; emergency 
services; teaching; child rearing; performing arts; and 
laboratory technician. 
Disability 
experience 
Experience working with people with a disability ranged from 
two years to 12 years. The mean number of years’ experience 
working in the disability sector was six years. 
Aged care 
experience 
Five coaches had experience working in aged care. Three of the 
five individuals had more experience working in aged care than 
in disability support. 
                                                          
166 RPL refers to recognition of prior learning. Students within Australia’s VET system who 
demonstrate transferable formal, informal and non-formal knowledge and competence 
across unit modules may be given credit towards a specified qualification (AQFC, 2012). A 
minimum certificate-level VET qualification is becoming a compulsory requirement for 
employment in many Queensland disability services. 
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Exploring worker backgrounds enabled me to determine if the coaches in this 
study showed any similarities with the Australian disability support workforce 
in general. To this aim, I used Dempsey’s and Arthur’s (2002) survey of 2387 
disability support workers in New South Wales, and Martin’s and Healy’s 
(2010) Who Works in Community Services? report (which was based on data 
from the Household, Income and Labour Dynamics in Australia (HILDA) 
Survey) to identify broad similarities and differences. I determined the 
following. 
 In general, the low number of male workers participating in this 
study was reflective of a consistent finding across both sources 
that the disability workforce is predominantly female 
(approximately 70 per cent). 
 Both sources indicate that the disability workforce is an older 
workforce. Martin and Healy (2010) link the older workforce trend 
to a more varied employment history. Both findings were 
supported amongst coaches in the study (a median age of 49 and 
multifarious work history).   
 Martin and Healy (2010) report that approximately 75 per cent of 
disability workers are Australian born. This percentage is similar 
for other occupational groups within Australia. In the current 
study, two-thirds of coaches identified as having been born in 
Australia which is similar to the Martin and Healy finding.  
 While Dempsey and Arthur (2002) found that 33 per cent of some 
groups of workers had attained university degrees, Martin and 
Healy (2010) report that 14 per cent of disability workers had 
degrees. Approximately one-quarter of coaches in this study had 
degrees which is comparable to the Australian average of 25 per 
cent (ABS, 2012b). Martin and Healy also found that almost 80 per 
cent of workers had some form of post-high school qualification 
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which is relatively similar to the current study (where more than 
three-quarters of coaches had post-secondary qualifications). Thus 
educational levels of support workers in the study were somewhat 
typical of broader findings, although coaches had a higher 
proportion of university degrees than did the workers in Martin’s 
and Healy’s investigation. 
 Both Dempsey and Arthur (2002) and Martin and Healy (2010) 
indicate that periods of tenure within the disability sector were 
relatively varied; however, most disability support workers 
reported being employed in the disability field for between two-
to-10 years. All but one coach in the study reported having been 
employed in the sector for a similar period of time. 
 Neither source comments specifically on aspects of workers’ 
personal lives, such as their roles within families, nor the aged 
care experience held by disability workers.  Martin and Healy 
(2010) do, however, report that movement between community 
sector types (e.g. from ageing to disability) was atypical. Thus, 
coaches in this study may have differed from the broader group of 
disability support workers in that more than half of these 
participants had experience working in the aged care sector.    
There were, therefore, a number of similarities – along with some differences 
– between the coaches in this study and the broader Australian group of 
disability workers. Drawing conclusions about the relative efficacy of coaches 
based on these similarities and differences should, however, be avoided as 
the small sample size and research methodology preclude inter-group 
comparisons. Additionally, while a significant proportion of coaches held 
university degrees or had significant aged care experience (factors which 
could be considered advantageous in the support to older service users), 
some exceptional instances of support and reflective practice were 
undertaken by support workers (coaches and active participants) with no 
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tertiary-level qualifications or experience in aged care. Thus, the information 
in Appendix D should be used for illustrating the broad nature of the 
participant group in the absence of detailed descriptions of individual coaches 
(see Chapter 4), not for correlating specific characteristics with efficacious 
knowledge or practice.  
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